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Overview
The intention behind reviewing cross-cultural grief research lies in the 
importance of death and grief in revealing cultural practices and general 
differences between cultures, and the influence on the provision of health 
care. A number of contrasting studies are examined in detail with the aim of 
extrapolating themes of commonality and differences in the grieving process 
cross-culturally. Methodology is discussed with the aim of seeking the validity 
of each study’s conclusions. Many studies are found to be wanting, often not 
rigorous in design or reporting of analysis and results, and conclusions need 
to be tentative. The application of an understanding of grief as it varies 
between cultures is demonstrated and future areas of research 
recommended.
1. Introduction
The understanding of death and its psychological consequences across 
cultures is important for mental health practice and other applications in health 
care delivery. Within western psychological thinking, grieving following a 
death is seen as serving an adaptive function in adjusting to a death. 
Deviations from a typical pattern are often thought to indicate the need for 
additional support or intervention. The understanding of cultural explanations 
of illness and consequential death may also help health professionals in 
providing acceptable medical interventions, aiding treatment compliance and 
disease control.
World wide, there is a huge variation in the behavioral practices following the
death of an individual. It is impossible to summate information, particularly as
this negates the richness of the variation. Moreover, it denies the variation
that may exist within cultures. Detailed accounts of rituals around burial,
grieving and mourning are available for many cultures and subcultures and
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this will not be attempted in this paper. The descriptions presented are also 
complicated by migration from natal areas, usually forced either by 
persecution, war or economic hardship or by colonization by other cultures. 
This results in an acculturation; refugees or migrants accommodating Western 
practices. This aspect and the consequences for mental health will be 
considered.
A selection of research papers is presented in order to examine the type of 
research that has been motivated and the kind of conclusions that are drawn. 
The studies reviewed were selected from the psychological literature, rather 
than the sociological or anthropological. The aim was to appraise studies that 
had used quantitative or qualitative methodology to compare cultures, rather 
than those describing practices in depth. Bereavement of children was not 
included as the developmental issues add a further dimension to the
understanding of grieving that is beyond the scope of this paper. Within these 
limits, a comprehensive review of the psychological literature revealed a 
limited number of articles. The studies are examined with reference to issues 
surrounding cultural research, which are identified in the next section, and 
other methodological issues. Using the evidence, an attempt is made to 
provide a framework for understanding death and grief as it varies cross 
culturally, and for assessment and treatment in clinical practice. The 
implications and the feasibility of this reductionist approach are also 
considered.
1.1 Challenging belief systems
One of the issues that becomes apparent from the research is the difficulty 
individuals may have in stepping outside their worldview when interpreting the 
practices of other cultures. The clinician needs to let go of their beliefs, 
whether reading or conceptualizing a research project or providing 
bereavement counseling. Researchers need a framework for their research 
questions but this needs to be based outside a culture specific model. This 
may be impossible. Using a model may also be impossible without a specific 
belief system influencing the interpretation. Assessment and provision of 
psychological support may also be culturally influenced and only acceptable 
within Western cultures.
Challenging or stepping outside beliefs and this will remain an underlying 
theme of the review. Its implications for practice are considered in the 
conclusions.
1.2 Definitions
1.2.1 Culture and ethnicity
A culture can be defined as a particular form, stage or type of civilization. It is 
a pattern of ideas, beliefs and behaviors integral to distinct social groupings 
(Concise Oxford Dictionary). The term culture will be used to refer to different 
groupings in this way.
Ethnicity is a term pertaining to race, ethnological groupings or originating
from a specified racial linguistic group (Concise Oxford Dictionary). It is
usually used to refer to distinct cultural sub-groupings within a larger culture. It
is believed to account for a variety of discrete and behaviorally measurable
differences in group psychological patterns. Religion has ethnic
distinctiveness and is modified by cultural practices. For example, the
interpretation of the teachings of Catholicism and the resultant religious
practices vary between countries and cultures. Religion is one expression of
the larger domain of culture. Rather than using the term ethnic groups the
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term culture will also be applied to these sub-groupings. This is because the 
paper will be examining their original cultural practices but also making 
allowances for the changes as a result of becoming an ethnic minority within a 
larger culture.
1.2.2 Grieving and the relationship with mourning
Grief is defined in the Concise Oxford Dictionary as ‘deep or violent sorrow or 
keen regret.' It will be applied here to describe the emotional, psychological 
and behavioral consequences for a person following the death of a person 
with whom they had some relationship with or attachment. Psychoanalytical 
thinking defines it as the process of detachment (the lessening of inner ties 
with the deceased) and of identification (the taking in of some aspects of the 
dead personality and making it a permanent part of the self) (Furman, 1983).
A grieving person has experienced bereavement and may at occasionally be 
referred to as a bereaved person. Grieving or mourning are used 
interchangeably although mourning more correctly should be applied to the 
behavioral, public display of grief following a death. The intensity of grief, its 
actual presentation and its duration are all variables that might vary cross 
culturally. They also might be affected by intervening factors such as 
personality and coping style and hence vary within cultures. Mourning 
practices, quite obviously, vary cross-culturally but may have common 
elements and this too will be addressed. The relationship between private and 
public grieving will be examined.
1.2.3 The Western model of the stages of grief
Researchers and practitioners in western culture have produced a model of 
grieving characterized by a stage approach with a range of emotions and 
responses, that are usually experienced, ascribed to each stage (Kübler- 
Ross, 1976). This allows for the recognition of atypical grieving and the 
possible need for interventfon. However, these are ideas for clinical practice 
rather than evidence based theory. The possible cyclical nature of emotions is 
now recognized and the progression from one stage to another not seen as a 
prescribed necessity.
Several researchers have identified the tasks of grieving. The tasks may differ 
developmentally and depending on a person's lifestage. Goodman, 
Rubenstein, Alexander, and Luborsky (1993) suggest that theoretical models 
of grief require:
• a decathexsis from the deceased;
• readjustment to the environmental change;
• commitment to new relationships as the path to regaining emotional 
equilibrium.
Besides identifying the bereaved’s lifestage as a factor that can put grief off 
course, they suggest individual psychological factors and cultural influences 
(including religion) are important. The literature will be searched for these 
factors.
A model of the grieving process is useful in that it allows for the identification 
of atypical or problematic reactions and hence the provision of mental health 
intervention. However, based as these models are, in western thinking and 
theories, can they be applied to other cultures? A consideration of death and 
grief needs to accommodate the integrated holistic view of life and death that 
many cultures hold; a view of the world that was not originally influenced by 
the compartmentalized thinking of the Western world. Many of the traditions 
and rituals around a death are influenced by this different worldview and are 
often misunderstood by western cultures. The review will attempt to provide a 
framework for working with bereaved people that allows for cross-cultural 
differences whilst allowing for the identified tasks of grieving. However, there 
is the question of appropriateness and feasibility of such a broad framework.
1.3 A framework for reviewing the research
1.3.1 Cultural or biological origins
Eisenbruch (1984a) discussed the contrasting causal explanations for grief 
and the question of the universality of grief. There is on one side the 
emphasis on a biological explanation. This suggests the developmental need 
for an attachment that if lost results in a range of behaviors, emotions and 
cognitions that are collectively called grief. This includes physiological 
consequences and it is argued that there is an adaptive function. The other 
side postulates that the differences that are seen cross culturally show that 
grief does not have such a biological basis. However, the two positions do not
exclude each other. There could be a biological basis, indicating that grief is 
universal, but biological reactions to stress and the behaviors used to express 
grief may differ cross-culturally. A society’s beliefs and values, particularly 
those surrounding the meaning of life and death, probably influence the 
expression of grief. For a more detailed discussion see Eisenbruch (1984a).
1.3.2 Defining the meaning of death
A death may have a variety of different meanings for individuals dependent 
upon a number of factors. First, the factors leading to a death may influence 
the grief reaction. Schriever (1990) suggested that ‘to understand a culture’s 
beliefs in the area of dying is to explore both its religion and its medical 
constructs.' These aspects need to be drawn out by research studies. Within 
traditional African cultures, for example, the death of a child may be 
considered as spiritual punishment for misdemeanors. Illness as a biological 
entity is not often considered as a factor in this kind of death.
Second, as Schriever noted, the religious meaning of death and religious 
influences upon grieving wfll influence the cultural response. Religion, 
however, does not necessarily equal culture; it seems to be more that cultural 
codes modify religious practice. For example, Catholicism is found worldwide 
but its practices around mourning vary from culture to culture (Eisenbruch 
1984b).
Third, the relationship of the dead person to the bereaved defines the 
meaning of the death. The studies reviewed focus on the death of a child and 
the death of a spouse, probably reflecting a general bias in the literature. The 
researchers identify the reasons for this bias. Roskin (1984) suggested that 
bereaved parents are at particular risk of increased morbidity and mortality 
with highly intensified and wide-ranging grief reactions. Family stability and 
equilibrium are disturbed. There is often increased marital discord and 
consequential health difficulties. Within the wider cultural setting, losing a child
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may lead to generative concerns that, if defined particularly in terms of 
devotion to bringing up and making successful children, as within the Jewish 
culture, lead to bereavement problems. The loss of a child may symbolically 
threaten the survival of the cultural group as a whole (Goodman et al., 1993).
Finally, the gender of a bereaved person may influence the meaning of a 
death for that person. The experience of widowhood is often researched, 
encompassing the issue of the role and perception of women within a culture 
and how this affects other people’s reaction to the bereaved and the widow's 
experience of grief (Grima, 1986; Goodman et al., 1993; Adamolekun, 1995; 
Kalu, 1989).
1.3.3 Individual psychological and emotional expression
Oltjenbruns (1991) identified the additional factor of personality, particularly 
that of locus of control. Locus of control is a cognitive mechanism that 
influences an individual’s interpretation of events. A person that has an 
external locus of control often interprets events as beyond their control. A 
person with an internal locus of control feels more able to interpret events and 
resulting emotions as within their control and feel more able to change the 
way they feel and think. An external locus of control has been identified as 
contributing to depression and other emotions and behaviors including anxiety 
and helplessness (Bebbington, 1985/ These are psychological responses 
often associated with grief and therefore a person’s locus of control may well 
have an influence upon the experience of grief. There may be the possibility 
that cognitive styles, such as locus of control, differ cross-culturally (Goodman 
et al., 1993).
Emotional expression may also differ cross-culturally. This will affect the 
public expression of grief, particularly if cultures have an expectation of a 
bereaved person’s behavior during grieving. Nevertheless it is difficult to tease
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out the actual level of emotional expression and the public face. This in turn 
makes cross-cultural comparisons of the actual experience difficult.
Other psychological resources may also influence a person’s experience of 
death and grief and these may differ cross-culturally (for example, coping 
styles). Although not addressed in depth, several of the studies use measures 
of personality to support their results and these will be discussed within the 
cross cultural context.
1.3.4 A summary of the issues and the framework
Eisenbruch (1984a) identified the issues that underlie the questions of cross- 
cultural commonalties and differences that have been outlined in this first 
section. These include:
• the universality of grief (the question of biological or cultural origins);
• the sequential stages of grief (or a model that helps identify difficulties
within the mental health context);
• the relation between private and public grief;
• the place of the child (arid other lifestage issues);
• the role of religious belief and
• the concept of collective grief.
Eisenbruch (1984a) covered this conceptual framework in more detail and 
identified how it allows for comparative analysis of different cultural practices. 
It also allows for the analysis of research studies and their ability to explain 
cross-cultural differences or commonalties. Besides these, psychological 
resources and cultural expectations for the expression of grief will be 
considered. Socioeconomic factors and educational level are factors that are 
often considered independently to culture and these will also be addressed. 
These issues will underpin the analysis of the studies selected for review
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2. Cultural aspects of death and grief: evidence from the 
research literature
Eisenbruch (1984a) felt that much of the research is characterized by 
ethnocentric approach that has not always addressed the adjustment to 
bereavement in terms that would be helpful in applying knowledge in clinical 
practice. However, there is a need to establish cultural norms before we are 
able to address the psychological difficulties that people might be 
experiencing. Eisenbruch’s (1984b) own comparison of different cultures does 
not really draw on scientific studies but rather used accounts of historical or 
contemporary practices or case material presentation. Experimental studies 
seem to be few. Out of 80 papers reviewed by Eisenbruch, only 8 or 9 were 
experimental studies and few attempted to compare practices cross culturally.
It has been equally difficult to identify research studies. A selection of seven 
studies is presented and thpy are reviewed with reference to the framework 
already discussed. Three studies addressed the issue of losing a child, and 
included, among others, issues of women’s role in society and the effect upon 
grief according to lifestage or age. Three addressed the issue of widowhood 
and 1 addressed issues for adolescents, particularly focusing on individual 
psychological resources. All attempted to refer to cultural issues and 
hypothesized whether the factors examined were due to cultural differences. 
This review will attempt to measure their success in addressing the cultural 
issues.
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2.1 Understanding of the causes of illness and death
Azevedo, Prater, and Lantum (1991) gathered data during a field study in 
Cameroon and supplemented their findings with United Nations and 
Cameroon government statistics. They were specifically studying the 
relationship between biomedical assumptions and traditional cultural tenets, 
and the impact of health promotion programs on child mortality. They used 
qualitative methods to gather information of beliefs, attitudes, and practices in 
seeking health care, both through the administration of 254 individual 
questionnaires and questionnaires given to 29 ‘focus groups'.
The interesting features of their findings, in this context, were the beliefs 
around illness, its treatment and causes of death. 72% of the participants 
believed that God and witchcraft were responsible for infant death. Neither 
religion nor education influenced this answer. 71.3% also believed that 
diseases caused by God, witch or sorcerer could only be cured by a 
traditional healer. Leprosy, all mental illnesses, epilepsy and tuberculosis 
were the type of diseases considered to be curable only by a healer. They 
identified some diseases such as diarrhea, measles, malaria and smallpox 
that the Cameroonians believed could be cured through biomedicine at the 
health center. Unfortunately, the researchers did not report any statistical 
• analysis of their figures, and it was unclear how they excluded religion and 
education as factors that influence attitudes and beliefs.
Half of the respondents thought that once dead, the infant comes back to 
haunt the mother and the next child, and even infects the surviving children 
with the disease from which they died. Infidelity on behalf of the wife was also 
named as a cause of miscarriage, still birth and birth complications. Death of 
an infant was seen as a punishment from ancestral or sinister forces for 
unacceptable behavior. There was a fatalistic attitude. The participants were 
aged between 18 and 76 and were mostly farmers with some formal
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education. 33% of the participants had no education. This was acknowledged 
as a possible factor but not measured in a formal way.
These findings suggested that when working with people from rural African 
societies such as in Cameroon, the understanding of people's perception of 
disease and therefore the causes of death couldn't rely purely on scientific 
explanations. They must take into account the values and beliefs that affect 
people's attitudes towards disease, death and modern methods of health 
care. Unfortunately the paper does not detail methodology. Details of 
questions or themes of the questionnaire were not reported nor was there any 
information about the running of the focus groups. Data analysis was also not 
reported. It is therefore very difficult to comment on the validity of the 
conclusions from an experimental point of view.
Schriever (1990) examined the beliefs about the causes of illness among Viet 
and Lao Hmong living in the US. They ascribed 'natural' explanations but also 
had similar beliefs as the Cameroonians about spiritual or supernatural 
causes. They, too, turned to healers, sorcerers and Buddhist monks for
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remedies. They may mix and match their explanations and turn to Western 
medicine if they have seen its effectiveness. However worries about its 
potency or disturbance to the body's equilibrium often inhibited compliance.
Schriever (1990) suggested that difference in the use of western medicine is 
probably influenced by age, education, religious affiliation and urban versus 
rural background among other socioeconomic factors. The nature of the 
illness may also dictate the choice of treatment and, similar to the people of 
Cameroon, supernatural healing is often sought for psychological illness as 
well as chronic wasting illnesses. They may be unwillingly to differentiate 
between psychological, physical and supernatural causes of illness and will 
not accept psychological health care for what is interpreted as a physical 
illness. Schriever's study was also qualitative in nature, reporting clinical
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experience rather than applying experimental techniques. Methods of data 
collection and analysis were not reported.
2.2 Religion
Goodman et al., (1993) conducted interviews in the United States with 12 
Jewish, 11 Protestant and 6 Catholic women, with the aim of examining 
adjustment to the death of an adult child and examining the differences 
between the reactions according to religion. They used a mix of ethnographic 
interviews and quantitative data (which is described in more detail in the 
section on methodology, 3.2.1). They suggested that the differences in the 
grief reaction were influenced by differences in religion. However, many 
constructs and beliefs surrounding death and not just religious practices may 
influence the expression of grief. As demonstrated previously, medical and 
spiritual beliefs about the causes of death may influence the bereaved’s 
feelings and the reactions of others to the bereaved. This is further 
exemplified by Adamolekun (1995) who demonstrated the adverse reactions 
of in-laws to a widow in Nigeria, based on their beliefs that she was 
responsible for the premature death of her husband due to infidelity. As in the 
rural Cameroonian sample, premature death is often ascribed a spiritual 
cause within Nigerian society.
Goodman et al. (1993), however, argued that philosophical attitudes toward 
life and death are influenced by religion and therefore the explanation for their 
findings must rest in the ‘existential differences between Judaism and 
Christianity.' They did not acknowledge that similarities might exist between 
Judaism and Christianity. They discussed the idea that cultural differences 
allow for different expression of personal issues and emotions but did not 
acknowledge how this might have affected their results. It may be this that is 
the real difference, not the religious expression of the mother-child
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relationship. A variation in practices among people of the same religion 
perhaps suggests that the assumption that religion equals culture should not 
be made. Conversely, different religions within one geographical setting and 
cultural group did not influence the results of the study in Cameroon (Azevedo 
et al., 1991). The Cameroonian participants were from a range of religions 
including mostly Christians but also Muslims and Traditionalists.
Roskin (1984) studied the emotional health of 62 parents (57 families) 
approximately 5 years after the death of a child in Israel. Controls were 
selected from the hospital employees and matched on sex, age, education, 
religion and number of children. They had not experienced the death of a 
child within 5 years of the study. The aim of the study was to measure the 
impact of cultural and socioeconomic factors on mourning by selecting all 
Jewish participants but dividing them into groups according to where they 
were born. Thus they could measure the effect of being raised in a different 
culture whilst having the same religion. They found that parents born in Africa 
or Asia indicated more interpersonal oversensitivity, obsessive­
compulsiveness and anxiety compared to European or American born and
f ■
Israeli-born parents. African/Asia parents showed most symptomatology, 
European/American the least. All bereaved parents presented with greater 
somatic symptoms than their controls. Overall, however, and regardless of 
education, the European/American born parents presented with the least 
symptomatology.
The researchers hypothesized that Israeli-born parents may have had better 
support networks and had not dealt with other major life transitions. This 
probably explained the poorer results for African/Asian born parents. The role 
of culture could also be postulated. Dissecting this further, it could be 
suggested that what they were really examining in terms of culture was the 
effect of being born into a displaced population and the experience of different 
cultural influences upon beliefs. On the other hand, one might hypothesize
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that those who had migrated to Israel were more influenced or led by Jewish 
beliefs in such a reaction as behavior and emotions following a death. 
Goodman et al. (1993) who examined the grief of Jewish women in the United 
States and reported an almost exaggerated response supports this idea.
2.3 Meaning of the relationship with the dead person
Using data from ethnographic interviews, Goodman et al. (1993) identified the 
themes in their subjects' replies that reflected the meanings and behaviors 
associated with the loss of an adult child. Cultural expectations of the role of 
women may give meaning to the relationship between mother and child that 
then influences the bereavement if that child dies. They felt that that was 
particularly the case for the age group studied in this research (over 60 years) 
where ‘mothering’ was a major ‘career’ norm. The cultural and religious 
differences were identified as directly shaping the affective and behavioral 
expression of motherhood. They particularly identified the idea of a ‘Jewish 
Mother’ as ‘highly emotional, over-protective and overtly affectionate’ and a 
pattern of intergenerational involvement. They suggested that beliefs about 
parenting in Jewish women might also be tied into religious beliefs about 
being selfless and rewarded in the present rather than in a spiritual future. It 
may be, therefore, that different cultures do foster distinctive parenting styles 
and these differences permanently structure relationships and hence the grief 
reaction. The question remains whether researchers can equate religion and 
culture.
Grima (1986) used the analysis of structure and use of language to draw out 
cultural norms and behavior. For example, in her narrative relating the death 
of her son, a woman acts out ideal behavior and the meaning of relationship 
between son and mother. Her narrative presented what is expected in their 
society. The analysis of the use of language seems to be an interesting and
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objective method for drawing out cultural themes. The type of grief described 
in both studies was not explicitly defined. They were describing public grief. 
They do not address the possible contrasts or similarities between public and 
private expressions of grief.
2.4 Gender
Eisenbruch (1984b) noted the special consideration that needs to be given to 
the consideration of grieving in widowhood. Particularly it demonstrates how a 
social position dictates the rites of mourning, the expression of sentiment and 
behavior and the options available to someone in need of expressing a loss.
‘Widowhood is not merely a psychological state of mind, 
rooted in the consciousness of the bereaved individual 
spouse. Like all statuses in social systems, it can be a total 
state, with its own social rights and obligations. No matter 
how much the individual may wish to grieve, whether faster 
or slower, overtly or quietly, her or his social group can both 
place demands and at the same time provide supports that 
cannot be ignored’ (Eisenbruch 1984b, page 337).
Adamolekun (1995) reported, through the presentation of case material, the 
reactions of in-laws that were detrimental to the effective grieving of widows in 
Nigeria. There was an expectation that the widow is part of the husband’s 
possessions and that both she and the marital chattels belonged to the 
husband’s family. This greatly influenced how the widow was treated and how 
she dealt with her husband’s death. This was often difficult for educated 
independent women in particular. The design of the study was not particularly 
rigorous nor was its reporting. The interviews were unstructured, although an 
interview guide did instruct for certain issues to be raised and discussed.
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These tended to address behaviors, particularly that of the in-laws. There 
seemed to be no systematic collecting of any kind of information about 
emotions and cognitions, particularly relating to grieving and mourning, health 
and well being.
The material, however, did highlight how Nigerians and many other African 
cultures ascribe the cause of death to supernatural powers, and demonstrated 
how the role and expectations of women in a society can influence both their 
grieving and the reactions of others to widows. In the case of the early death 
of a man, his kin family often blames the behavior of the widow and treats her 
accordingly. This may also influence the grieving of a widow if she firmly holds 
these beliefs and is unable to resolve her grief because of self-blame and 
guilt. Also the feelings engendered in the widow by the treatment from the in­
laws may inhibit resolution. There was also a stigma attached to widowhood 
that meant women did not actively seek support.
In a similar study, Kalu (1989) presented case histories of 4 Nigerian widows 
with the aim of illustrating some of the patterns in widowhood emerging in 
contemporary African society. She described the concept of death within the 
African worldview of a cycle of birth to death or transition to spiritual form, 
joining the forefathers and then through reincarnation to rejoin the living in the 
physical form. This cyclical view has created the practice of the leviratic union. 
This means a woman is required to marry again within the kinship of her 
husband as she and any children are considered to be the property of this 
family. But this practice, as demonstrated by Adamolekun (1995), is fraught 
with problems particularly for modern African women.
Kalu (1989) illustrated this through the ‘harrowing and sadistic experiences’ 
perpetuated by the very social system that is supposed to be there to support 
an African woman during the time following the death of a husband. This 
study described the complex psychological aspects of widowhood and
20
bereavement that were missed by Adamolekun (1995). She particularly noted 
the increase in the number of younger widows and the intensified range of 
problems that this group seemed to experience. Again the evidence was 
presented as case material. The method of collection was not reported in 
detail, so there was no indication of the structure of the interviews. The 
method of analysis of the material collected was also not reported.
Widowhood presents interesting dimensions of attitudes towards death, and 
male and female roles. Although entirely qualitative in nature and without 
methodological reporting, these studies illustrated the important role of gender 
in the grieving process. As these practices may be culturally specific they may 
only affect gender differences within the specific culture. Oltjenbruns (1991), 
for example, found no difference between the grief reactions of late 
adolescent men and women attending a University in a Midwestern state of 
the US (the study is described in more detail in section 2.7). This may have 
been linked with age, education and the type of death experienced. 
Alternatively, the role of and attitudes to women within a culture may be the 
defining factors in predicting grief reaction and resolution.
2.5 Age
Goodman et al. (1993) concluded that practical and developmental issues 
could complicate grief for older parents that lose a child. There appear to be 
commonalties with other cultures. For example Kalu (1989) identified the 
difficulties of Nigerian widows forced to rely on offspring once a husband has 
died. However the source of difficulties may differ. Goodman et al. (1993) felt 
that generative concerns were different for Jewish women compared to other 
religions. Their conclusions, however, are based on an ad hoc rating scale 
designed for the study. No information, on which to consider the validity of
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their conclusions, is provided on test construct and validity (for example, was 
it piloted)?
Although used to illustrate the western model of adjustment to loss, the 
developmental aspects of grief are not considered in this review of the 
literature. This would include a consideration of children’s concept of death 
and a number of factors, in addition to cultural issues, that influence this.
2.6 Personality factors
Roskin (1984) and Goodman et al. (1993) identified cultural differences in the 
expression of physical and emotional pain. Goodman et al. (1993) identified 
differences between Jewish people and WASPs (White Anglo-Saxon 
Protestants) which they hypothesized contribute to diverse patterns of mental 
health and the expression of psychological distress. Using rating scales, they 
found the Jewish women to have lower affect and mastery. They had an 
external locus of control and were lonelier. However, it was to be expected 
that these measures (mastery and locus of control) were observed together 
and were interrelated, and they probably did not need to be measured 
separately. The ‘WASP’ style of coping with difficulties was identified. They 
used a more internal locus of control with a scientific, problem solving 
approach. These different cognitive styles were thought to influence the 
expression of grief. Whether this is public or private expression is not really 
identified. If it is private then this points to a possible biological and cultural 
explanation of grief. However a public, expected expression of grief suggests 
a more cultural based explanation. The study did not address the possible 
differences within cultures and seemed to generalize on psychological and 
personality styles.
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Oriental or African parents may have a different interpretation for the death as 
illustrated by the study by Azevedo et al., (1991). They found a more fatalistic 
acceptance of death that could also be associated with an external locus of 
control and this has been illustrated to have poorer outcomes in bereavement 
studies. Roskin (1984) for example suggested that the culturally expected 
vocal emoting in oriental cultures is ‘abreagation without catharsis,’ not 
proving to be effective in dealing with a bereavement. Perhaps the oriental 
definition of dealing with bereavement is different from Western cultures. 
However, comparison of their findings with those of Goodman et al. (1993), 
who discuss the outpourings of Jewish mothers and the poor outcome of 
mourning, is interesting. The style of grieving could be interpreted in the same 
way; that is, the emoting does not actually benefit them. Also the fact that they 
are a displaced population living away from the spiritual home, probably 
having dealt with other difficult life transitions, fits with their findings. A similar 
group (that is, American-born Jewish bereaved parents) but living in Israel 
showed better adjustment (Roskin 1984). This might be due to differences in 
design or methodology. For example different methods of measuring 
adjustment were used. Roskin (1984) used a standardized measure and 
Goodman et al. (1993) used ethnographic interviewing. The groups also 
differed in that men were included in the Roskin study suggesting that gender 
may be a factor in grieving differences. The differences within this one 
religious group also suggest that factors other than religion must be examined 
and used to account for differences in grieving across cultures. For example, 
it is difficult to assess the additional contribution of migration from the US to 
Israel.
Goodman et al. (1993) did not report and control for other variables such as 
education, the cause of death and the experience of other deaths (for 
example, a spouse). It is therefore difficult to use religion as an all- 
encompassing explanation of the differences in behavior and well being of the 
groupings.
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They did look at the time since the child’s death and the presence of a 
surviving child but these did not alter the results. It would, however, have 
been difficult to reach statistical significance with such small numbers (29) 
and such a large range (the variable 'number of years since child died' ranged 
from 1 to 35 years). However, this kind of relationship can only be truly 
measured using a longitudinal design. They did find that age was positively 
correlated with mastery and good health related to positive affect, low 
depression and less loneliness although these latter variables would be 
expected to be related.
Oltjenbruns (1991) examined the positive outcomes of bereavement for 93 
late (mean age 19.4 years) adolescents. Positive outcomes were listed as: 
‘have deeper appreciation of life’, ‘show greater caring for loved ones’, 
strengthened emotional bonds with others’, ‘developed emotional strength’, 
‘increased empathy for others’, ‘have better communication skills’, and 
‘enhanced problem solving skills’. They found that only 4 of the participants 
did not have at least 1 positive outcome. Age or ethnicity did not affect the 
results. Similar to the Goodman et al. (1993) study, they found that 
'internal/external locus of control' was an influential factor. Adolescents with 
an internal locus of control perceived that their communication skills were 
better. The design of the study is discussed further in the section on 
methodology.
Roskin (1984) looked specifically at the emotional expression of grief and 
contrasted groups of Jewish parents born either in Israel or born in 
America/Europe or in Africa/Asia. Thus the groups would have experienced 
certain influences, similar to displaced populations, upon their beliefs, 
behavior and emotional expression of grief, among a myriad of other effects. 
African/Asia parents showed most symptomatology, European/American the 
least. The controls for these 2 groups (same cultural origin, no recent
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experience of grief) also presented with a significant difference for obsessive- 
compulsive behaviors. Israeli-born parents with more than 12 years of 
education experienced better emotional health than those with 12 years or 
less. There were no statistically significant differences based on gender, 
although African/Asian fathers presented with more symptoms than Israeli 
fathers did. The study seemed to indicate that the differences in emotional 
expression were due to the influence of other cultures although education 
may also have been important.
2.7 Education
The aim of the Roskin (1984) study was to measure the impact of cultural and 
socioeconomic factors on mourning. They used parents born in the same 
geographical areas as controls, therefore allowing a cross-cultural 
comparison. Education was only a significant indicator of difference for 
college educated parents, Israeli born showing significantly healthier profiles 
than European/American group. It was seen as a buffer in the recovery 
following bereavement if emotional health as measured by a symptom 
checklist is used as an indicator of recovery. Overall, however, and regardless 
of education, the European/American born parents presented with the least 
symptomatology. This continues to suggest a cross cultural difference in 
grieving that does not depend on education.
Oltjenbruns (1991) concluded that all cultures might experience a positive 
outcome associated with bereavement. Their choice of subjects perhaps 
suggested that they might not have really examined culturally different 
groupings particularly because the sample was based exclusively on students 
attending a university. The students were grouped according to cultural origin 
(Mexican or Anglo-American). They did not identify if the members of the 
Mexican group were born in or outside the USA. This might have had a
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bearing on their cultural influences (that is the extent to which they follow 
traditional rituals and mourning practices). Those at university may have 
already been more ‘westernized’ or ‘acculturated’. Socioeconomic status was 
also not examined as a variable affecting outcome. Those attending university 
were probably of higher socioeconomic status than the general population. 
The participants may not have been a truly representative sample, particularly 
of the Mexican population in that part of the USA. A previously discussed 
study (Roskin, 1984) suggested that education is a buffer. It may be expected 
that this sample would have presented with better outcome following 
bereavement. Oltjenbruns (1991) population may not have presented with 
cultural differences. The reasons for the lack of significant difference in 
bereavement reactions may have been because of the positive effects of 
factors other than culture.
2.8 Summary
This section used the framework suggested by Eisenbruch (1984b) as a tool 
to examine the cultural differences and commonalties revealed by the 
selected research. It teased out the factors that have been researched and 
shown to affect the process of grieving cross-culturally. The findings will be 
used later to help a construct a framework for practice. The next section will 
discuss issues of methodology pertaining to the studies.
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3. Methodological issues
3.1 Quantitative methods
Few of the studies reviewed relied entirely on quantitative data. An exception 
is Roskin (1984) who examined emotional health using the Symptom Check 
List-90 (Derogatis, Lipman and Covi, 1973). This is a validated checklist. 
Ninety items, used to describe emotional health, are rated on a 5-point scale 
of distress. The ratings range from ‘not at all’ to ‘extremely’. The ratings are 
totaled as points and divided by the total number of items. These are then 
compared to standardized frequencies. Data on its design, reliability and 
applications was not reported by the study, although it is available in the 
scale’s manual and a number of other studies (Derogatis et al., 1973). Roskin 
(1984) suggested that it is sensitive to changes in emotional well being, even 
to ‘normal’ populations, when used longitudinally. Although limited to mental 
health symptoms, its brevity and ease of administration were cited as reasons 
to use it. As this was a difficult and perhaps ethically uncertain area to study 
(in terms of reawakening parental grief and difficulties in offering on-going 
support), this would probably have been a major consideration. The checklist 
was also available in a version designed specifically for the population being 
studied (Hebrew SCL-90) and hence was culturally appropriate. Nevertheless, 
the opportunity to measure other symptoms was missed and information that 
would have aided the cultural question was not included in the analysis. For 
example, they could have easily asked about physical symptoms that are 
identified as being important manifestations of general psychological distress 
and bereavement. This might have been particularly interesting as certain 
cultural groups may have a tendency to express psychological distress 
through physical symptoms and illness (Majid, 1981). The use of a validated 
scale such as the Symptom Checklist, however, allows the conclusions of the 
study to be used with more confidence.
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3.2 Qualitative Methods
3.2.1 Interviews
Studies used a variety of qualitative techniques including straightforward 
interviews (for example Adamolekun, 1995), ethnographic interviewing 
(Goodman et al., 1993) and questionnaires or checklists designed specifically 
for the study (Oltjenbruns, 1991). Azevedo et al. (1991) used the idea of 
'focus' groups. They identified ‘opinion leaders’ selected from nurses, 
teachers, chiefs, prominent farmers and businessmen, elders, social workers 
and government officials. They assumed that these people would reflect the 
perceptions of the general population. They included a pre group 
questionnaire aimed at ascertaining attitudes, beliefs, and practices 
associated with child mortality and usage of health centers. The results of the 
focus groups were then used to confirm the beliefs identified in the 
questionnaires thus providing 2 sources of the same information and a 
reliability check. Unfortunately they do not report on the group methodology.
The researchers in the Goodman et al. (1993) conducted interviews that were 
transcribed and the contents analyzed to identify common themes. The style 
of interviewing was described as ethnographic. The interviewer employs a 
minimum preconceived structure with the aim of drawing out the meaning and 
importance of events to the respondent. They gathered information on life 
histories, generative affect, cognitions and behavior through questions about 
participants' relationships, accomplishments and feelings about having lost 
children through death.
Adamolekun (1995) interviewed widows who were from the same university 
campus as herself and personally known to the author. They were educated, 
living in urban areas and not typical, traditional women but nevertheless 
caught up in traditional practices and cultural norms. Personal, unstructured 
interviews were used with a guide to the issues to be covered loosely adding
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form. However the results are not reported under these issues, or in any way 
related to them.
The experience of these women is interesting and demonstrated, in particular, 
the difficulties faced by African women following bereavement. However, 
there is no way of assessing the contribution to the discussion of cross- 
cultural differences, as the study is anecdotal rather than empirical.
Kalu (1989), in the similar study of African widows, did not report how she 
gathered and analyzed data. Case material was selected to reflect themes of 
culture and personality and how these reflect the bereavement process but it 
is not entirely clear what these themes are. The material gives interesting 
insights but it is difficult to draw definitive conclusions that point to cross- 
cultural differences in the function, process and expression of grief.
3.2.2 Checklists
Oltjenbruns (1991) used a checklist of positive outcomes following 
bereavement. The researcfiers based the checklist on a pilot that was run on 
a smaller sample of the same group. The participants, however, could well 
have interpreted the items, in different ways. How would individuals interpret 
‘better communication skills’ for example? It could be seen as being entirely 
irrelevant to the grieving process and hence not checked. A population with 
lower abilities in verbal communication may well have ignored this skill 
entirely. 28% of the participants said that the bereavement had this as a 
positive outcome. The study however did not measure this independently. 
Interestingly the participants were asked to note other benefits that were not 
listed. Most of these suggested themes of understanding about death and 
coping with death. These cognitions and behaviors were almost obvious to 
ask about yet were not included in the original checklist.
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3.3 Mix of approaches
Some of the studies examined have used a mix of qualitative and quantitative 
data. They often use the results of standardized measures of personality, 
such as self esteem or locus of control, to support the findings of qualitative 
interviews (Goodman et al., 1993; Azevedo et al., 1991). Unfortunately the 
studies tend to avoid systematic reporting of scales used; validity and 
reliability information and even do not give references for the scales. The 
quantitative measures are often ad hoc rating scales designed specifically for 
the study. For example Goodman et al. (1993) designed a scale to measure 
dimensions and levels of generative behavior. This was a rating scale and the 
construction was not reported.
Generally the data reported in such studies is informative and useful for 
clinical work. They provide information about the scientific validity of results 
and the possibility of generalizing them to similar populations. In addition they 
provide illustrations, through qualitative material, of these scientific points, 
adding richness to the results, particularly from a therapeutic point of view. 
However the lack of information about methodology makes it difficult to 
comment on the design of studies and consequently their validity and ability to 
draw conclusions about the representatives of results.
3.4 Selection of control groups and control factors
The question of definition of a control group needs to be considered carefully 
for individual studies. When examining grief cross-culturally, a control group 
needs to be selected from the same cultural group, but consisting of people 
that have not recently experienced bereavement. Roskin (1989) selected 
control groups for each of the cultural groups in the study in this way. Many 
studies only compare the cultural groups that they have chosen to study
30
without including a control for each of the groups. For example, Oltjenbruns 
(1991) in the study of positive outcomes of the experience of grief did not 
compare the two groups of adolescents (Anglo-American and Mexican) with 
similar cultural groups who had not experienced bereavement. As part of a 
larger study, Goodman et al. (1991) missed the opportunity to compare their 
results, particularly those of the quantitative scales, to the women in the study 
who had not experienced bereavement.
When examining beliefs, behavior and public grieving, contrasts need only to 
be made across cultures although certain factors already identified by the 
research need to be controlled. Education would seem to be particularly 
important, alongside socioeconomic status (Roskin, 1989). Individual 
psychological and personality factors also need to be included in the analysis 
(Goodman et al., 1991).
Groupings also need to be similar in their cultural experience and perhaps not 
based entirely on religious beliefs. This is not as straight forward as it appears 
initially, particularly considering the effects of displacement or colonization or 
migration. Cultural groups need to be divided according to these factors. It 
would seem that to it is not appropriate to use religion as a grouping because 
there are other influences on the expression of grief that override its influence. 
Goodman et al. (1991) grouped the women in their study according to religion 
because of the ‘existential differences between Judaism and Christianity’ 
without acknowledging the possible similarities.
3.5 Defining belief system of researchers, other careful definitions
None of the studies address the issue of how the researchers own belief 
systems and expectations may have influenced their findings. Interviewing 
techniques, in particular, may be influenced by the researcher’s beliefs and
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culturally held stereotypes. Quantitative instruments need to be culturally 
standardized for the population being studied or developed specifically for that 
population.
4. Grieving - Variation and commonalties
4.1 Are there differences?
Generally, the studies seemed to suggest that there are differences in 
grieving cross-culturally. These included the expression of grief and ‘typical’ 
psychological responses that seem to vary between cultures.
4.1.1 The expression of grief
There seems to be a difference in the emotional expression of grief, although 
the difference between public and private grief is very rarely examined or 
dissected. Eisenbruch (1984a) outlined an inventory that presents a 
relationship between private and public aspects of bereavement. These items 
describe the process that public mourning allows.
1. The sanctioned public articulation of private distress
2. The reordering of disrupted social relationships
3. The reassertion of threatened core cultural code of meaning that addresses 
existential human questions concerning bafflement, suffering and evil
4. The remoralization of those demoralized and desperate from loss
5. The reincorporation of the bereaved back into the social world and the 
reaffirmation of their solidarity with the group
It therefore seems helpful to conceptualize private and public grief as a linked 
process and serving a complementary function (that of adjusting to the
32
bereavement). Rituals and public bereavement practices have been studied 
extensively and do give insight to the grieving task. Grima (1986) in a study of 
bereaved women from the Pashtun (an area along the border of Afghanistan 
and Pakistan) examined the rituals around telling the story of the death and 
the anguish surrounding it. Tragedy, suffering, shame and pain are revealed 
by an examination of this public expression of grief as central to female honor 
and status in the Pashtun society. It demonstrates how the rituals and 
customs around death are defining parts of a culture.
However the individual, private aspects could be studied in more detail cross- 
culturally and the difficulties in obtaining a true picture addressed. This would 
help to answer the question of biological verses cultural origins of grieving.
4.1.2 ‘Typical’ cultural personalities
Locus of control has been studied and shown to differ cross-culturally 
(Goodman et al., 1991). Other studies (Oltjenbruns, 1991) have suggested 
that it does not. However, weak methodologies make these conclusions
4  '
tentative. Individual differences and psychological resources, whether they 
differ according to culture or vary within cultures, influence the expression, 
experience and resolution of grief. Studies have identified differences in 
emotional well being several years after a death that seem to vary cross- 
culturally (Roskin, 1984). This might suggest that cultures prefer certain styles 
of grieving that are dependent on personality factors. The styles may or may 
not be helpful.
It is private grief that we need to know about as practitioners. It may be that 
private grief is too individual a response for differences to be ascribed to 
culture. This is considered below.
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4.2 What accounts for the differences?
4.2.1 Meaning of death to individual.
This was demonstrated in particular by the meaning of the death for the 
parents and for widows. Cross-culturally, for example, there may be 
differences in the conceptualization of motherhood and the self-child 
distinction (Goodman et al., 1993). This then means that there may be a 
culturally determined and influenced response to the death. This will include 
differences in the reaction to the social environment following the death and 
generative concerns related to the death. The need to leave something of the 
self behind as insurance for the success of subsequent generations may be 
expressed differently cross-culturally (Goodman et al., 1993).
4.2.2 Gender
The cultural roles of women particularly influenced the findings of the studies 
examined. This is linked with the above. The effect of modernization, in 
particular, seems to influence the process of grieving in women (Adamolekun, 
1995; Kalu, 1989; Goodman et al., 1993). This is discussed Below. Grieving in 
men does not seem to have been widely studied.
4.2.3 Causal explanation of iiiness and death.
These were demonstrated to differ cross-culturally and to affect grieving 
(Azevedo et al., 1991). More fatalistic beliefs may suggest poorer emotional 
health both in the short and long term. They also dictate how the bereaved 
person is treated, particularly if they have been blamed for the death (Kalu, 
1989; Adamolekun, 1995).
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4.2.4 Religion
Religion expression and the rituals around death may vary from culture to 
culture and in particular influence the treatment of the bereaved. This was 
demonstrated, specifically by studies of bereaved mothers in the US 
(Goodman et al., 1993).
4.2.5 Education
Education levels do seem to cause variation in the grieving process but this is 
a factor not necessarily linked to culture and may vary independently (Roskin, 
1989).
4.2.6 The public expression of grief
It is seemingly rather obvious to state that rituals of mourning differ cross- 
culturally. Alternatively one might argue that there are many common features 
of public grieving and that the aim of grieving is ultimately the same across 
cultures. However, it is the level of expected emotion and behavior that lead 
to the differences in public grieving cross-culturally. The behavior that is 
expected publicly may affect how an individual adjusts on a private basis, 
particularly if the expected behavior is in conflict with the individual’s beliefs 
and personal grief reaction.
4.3 Modernization and acculturation
Modernization of rituals and practices suggest that the cross-cultural 
differences are likely to become less well defined. Eisenbruch (1984b) in his 
major comparative analysis suggested that there are many structures now 
common to bereavement practices but that cultural codes remain intact. As 
Adamolekun (1995) pointed out, modernization does not necessarily aid the 
grieving task. The legislative and social systems have often not moved with
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the modernization and therefore are not available to support the widows who 
find themselves dispossessed. Eisenbruch (1984b) also described the 
‘modernization’ of practices of the Gusii people of East Africa and the Yolugu 
of Australia. He argues that the changes have a deleterious effect on the 
mental and physical well being of these peoples, although does not report 
evidence or studies.
Kalu (1989) identified some of the additional factors in African society that 
affect the bereavement and adjustment. She noted the lack of educational 
preparation, particularly surrounding the understanding of death. Future 
arrangements, for care or financially, are very seldom made: wills are frowned 
upon. The cultural reaction to widowhood is full of inconsistencies and even 
friends find it difficult to include widows in previously accepted social 
situations. Widows, therefore, find it difficult to know whom to approach for 
support. Widows are often unaware of their legal rights in the face of in-laws 
claiming their rights and amidst their grieving succumb to pressures and later 
need help from the social care system. This experience, however, may not be 
that different to widows in other societies and the experiences may be more
f
dependent on education and socioeconomic factors than culture.
Schriever (1990) discussed the plight of refugees. Being a refugee means 
loss and separation in itself, including:
• loss of homelands from which had grown their sense of ethnic and personal 
identity:
• loss of being an active participant in the universe which imparted meaning 
to their lives;
• loss of social status & personal belongings (indicators of achievement and 
a source of pride); and
• social network fragmented, dispersed, disappeared.
36
This demonstrates how the study of refugees could also help the 
understanding of cross-cultural differences and commonalties in grief. 
Understanding of a culture’s practice is to understand the dynamic process, 
its modernization and the inherent cultural codes. Sets of practices, such as 
rites of a funeral, reveal cultural history.
5. Cross cultural mental health support
5.1 A model for understanding and assessing
It would seem that the commonalties and differences between cultures lend 
themselves to providing the building blocks of an assessment framework for 
mental health professionals working with people from cultures other than their 
own. An assessment could include the following areas.
The areas of similarities between cultures
The need to express grief
The need to reach a resolution for good health
Religion
Acculturation or accommodation to culture within which a person is living 
Themes of generative concern
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The àreas of differences between cultures
The different ways of expressing grief (emotion, behavior, somatic) 
The different definitions of resolution or good health 
The different ways of reaching a resolution 
The meaning of relationships
Understanding and explanations of causes of illness and death 
Psychological (cognitive styles)
The expression of generative concern 
Religion and expression of public grief
Aspects independent of culture but influencing differences in the bereavement
Education
Age
Individual psychological and personality factors
Consideration of all these factors would help aid the understanding of an 
individual and the degree of success in completing the bereavement task. 
Standardized screening tools such as the SCL-90 (Derogatis et al., 1973) 
used by Roskin (1984) or the Beck’s Depression Inventory (Beck, 1974) could 
be used to measure symptoms. Details of experience could be obtained using 
semi-structured interviews. The summaries above indicate the areas that 
could be covered in questioning but employing a naive and universalistic 
approach or the ethnographic approach used by Goodman et al. (1993) to 
allow for individual difference. There are repetitions (such as individual 
psychological or personality factors) which indicates the need to assess the 
group or cultural presentation of personality as well as the need to look 
individually at a person. A full assessment using these guidelines would allow 
for consideration of the appropriateness of intervention.
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Additionally, Eisenbruch (1984a) reminds us that the
‘evaluation of the mental health of a bereaved person must 
include the “total social fact” of bereavement and not focus 
merely on the behavior of the bereaved individual, separate 
from his social group’ (page 291).
5.2 Intervention
There remains the question of the appropriateness of the provision of 
psychological intervention cross-culturally. Returning to Eisenbruch,
‘In cross-cultural work it may be quite inappropriate for a 
health worker to try to confront, say, a Chinese patient who 
is apparently unaware of his or her psychological pain or to 
try to transpose notions of denial. The indiscriminate 
application of Western models of grief to other ethnic and 
cultural groups is an»example of Kleinman’s (1977) “category 
fallacy”.’ (Eisenbruch, 1984b, page 324).
This recalls the different view of health and the contrast to the 
compartmentalized thinking of western health provision, the role of healers, 
spiritual causes and the predominance of somatic complaints.
The practitioner should perhaps adopt a naive approach, stepping outside 
their belief system and acting as a detective to find out whatever they can. 
Ethnographic interviewing is a useful tool. A clear social understanding, 
perhaps supported by a systemic approach can be reached.
In seeking atypical grief reactions it is not possible to provide a reductionist 
led list of ‘normal’ grief for the practitioner. Each ethnic group has evolved
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practices that best satisfies its needs, and each individual adjusts these to 
their circumstances. A more universalistic approach is perhaps preferred.
6. Other applications
6.1 Reducing infant mortality
Although the review has not considered the grief and mourning of children
-T r '
because of the complication of developmental considerations, the 
j examination of factors that affect grieving cross-culturally, particularly the
j understanding of the causes of illness and death which was addressed in
V section 2.1, allow for the application of these factors when considering a
range of health interventions. Reducing infant mortality is, in addition, about 
changing adult perceptions and behavior rather than directly working with 
children, so there are also no developmental considerations.
f
Reduction of the high infant mortality rate in the Eastern Province of 
Cameroon through a vaccination program was being hindered by cultural 
beliefs about disease (Azevedo et al., 1991). Interestingly, the study found 
that there were beliefs that diseases such as smallpox, which has been 
eliminated through vaccination, are better treated through biomedicine. This 
suggested that, at some stage, there has been a shift in beliefs. The 
researchers did not examine this is detail although they identified factors that 
were hindering the program. These were difficulty with accessing health 
centers or, as cited by many of the women, that there was not enough vaccine 
to go round. An examination of the reasons behind the shift in beliefs may 
have given insight into the best way to promote different health care seeking 
behaviors. Nevertheless, they demonstrated that beliefs about traditional 
healers and causes of disease are very deep set and difficult to change. The
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healer is effective because he successfully eliminates the Western biomedical 
dichotomy between the spiritual and the physical. Moreover they offer a 
source of stability and comfort in times of great change.
‘Western medicine may acquire ‘structural superiority’ 
because of its ability to control disease but the traditional 
system retains its ‘functional strength’ because it is more 
accessible and available to the population’ (Azevedo et al.,
1991, page 1347).
The understanding of this can only help improve education programs and 
hence health promotion and reduction in mortality and morbidity.
6.2 Treating Human Immunodeficiency Virus and Acquired Immune 
Deficiency Syndrome in the United Kingdom
With the discovery of new and more powerful drug therapy there has been a 
clamor to provide medication programs for both adults and children. However, 
treatment adherence is of utmost importance in order to avoid the 
development of drug resistance. It remains problematic, particularly within the 
African communities. There are many factors behind this but frequently 
overlooked is the issue of beliefs of causes of illness, and specifically HIV, 
within African communities. As demonstrated by Azevedo et al. (1991), 
seeking to provide biomedical solutions for an illness believed to be caused 
by displeasing spirits and ancestors through misdemeanors, is not wholly 
acceptable, particularly to those from poorer, less well educated, rural 
backgrounds.
The same issues are also applicable to the acceptance of interventions during 
pregnancy and labor to prevent vertical transmission of HIV to children. Much
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more care needs to go into the understanding of a woman’s beliefs and 
attitudes if transmission is to be reduced. Education by people from within 
cultures and through the modeling and demonstration of success of these 
interventions may help cross-cultural barriers that block the provision of 
successful medical interventions. Shifts in attitudes were noted and shown to 
be possible by both Azevedo et al. (1991) and Schriever (1990).
7. Conclusions
7.1 Future Research
The need for empirical studies that specifically address cultural similarities
and differences has been emphasized by this examination of the literature.
Longitudinal research, in particular, would help to examine a number of
variables including;
• vulnerabilities and risks, particularly for those living outside their culture of 
origin;
6 mitigating factors (including the presence of different kinds of support);
• the health promoting aspects of mourning practices;
• the experience of displaced populations in general, incorporating other 
aspects of loss;
• the variables of death (e.g. untimely, ‘ethnic cleansing’); and
• the consideration of positive outcomes that might follow the experience of 
grieving, for example family cohesion and positive changes to a belief or 
construct system.
Of particular interest for the psychologist is the course of grief. Is it always
normally of the same intensity and length, are feelings and emotions
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expressed similar and do the same factors make this vary (for example, type 
of death)? Is grief a normative experience or is it an illness? Wider use of 
measures that are standardized, culturally appropriate and measure, in 
particular psychological factors that affect the expression and resolution of 
grief (for example, self esteem) is also recommended. The discussion has 
previously noted the bias in the literature towards bereaved parents or widows 
that means there is a whole body of knowledge on the grief of men and 
children missing, particularly cross-culturally.
Finally evaluation of the success or otherwise of provision of mental health 
assessment and intervention by western practitioners for grieving people from 
unfamiliar cultures. Is help with grieving process acceptable to non-western 
clients?
7.2 Summary
This review has noted the importance of understanding the grieving process 
cross-culturally, not only for mental health but all health care delivery. Cultural 
practices surrounding death reveal not only aspects of grief but also give 
information about general cultural tenets and norms.
The differences and commonalties have been demonstrated through an 
examination of a number of studies that reflect dominant themes in the 
research literature. Widowhood and the loss of children, in particular, have 
attracted much attention. This has been shown to be important as the role of 
women varies explicitly cross-culturally and seems to be particularly 
influenced by modernization (in all aspects of life).
There seems to be a dearth of studies with a good empirical base, clear 
methodology and reporting, particularly of statistical analysis. There appears
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to be an overwhelming reliance on interviewing, giving the impression that 
much evidence is anecdotal. It seems difficult to find studies of mourning and 
bereavement in different cultures that have any scientific rigor when making 
cross-cultural comparisons.
There remains the question of the feasibility of a reductionist approach and 
the possibility of providing a framework for mental health professionals 
working with people who are not from the same culture. Although a framework 
helps to structure assessment, any formulation and intervention need to be 
individually approached. If a worker is able to put aside their beliefs and 
constructs, and adopt a naive, detective approach, then working cross- 
culturally is not precluded. Every individual remains individual and various 
factors influence their grieving, cultural and non-cultural. Ancient customs and 
tenets, beliefs and constructs, as well as modernization, education and 
individual factors affect grieving.
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Overview
Pediatric Human immunodeficiency Virus (HIV) was formally included in 
definitions of HIV/AIDS in 1985, although a congenital immunodeficiency was 
first described in 1979 along with neurodevelopmental findings that were 
attributed to environmental and maternal factors (Rubenstein, 1989). Further 
observations of the course of HIV disease and the concomitant 
neurodevelopmental decline suggested that there was a direct impact of HIV 
on the central nervous system. Cognitive deficits, motor abnormalities and 
encephalopathy characterize the presenting picture. This paper presents 
many of the influential studies, the common features of neurodevelopmental 
compromise that they have identified and considers the mechanism behind 
the direct impact of HIV on the central nervous system. Other factors that may 
have an influence upon development are also considered and research 
studies reviewed in the light of these, as well as methodological issues, 
neuropsychological assessrnent and test selection. The discussion is 
embedded within the context of HIV in the United Kingdom, particularly in the 
South East of England. Demographic data and prevalence of 
neurodevelopmental abnormalities set the context.
The review will also serve as part of the literature review for a multi-center, 
large scale study of the neurodevelopmental effects of pediatric HIV. The 
author also needs to acknowledge the large number of conference abstracts 
that are referred to and examined. Besides the lack of peer review for such 
research reports, there are also the difficulties of lack of detail regarding 
methodology, participants, measures and statistical analysis. It is therefore, at 
times difficult to review critically these reports but they often provide the only 
information on certain areas because they have not been published in peer- 
reviewed journals at a later date. The data from these reports needs to be 
used with these precautions.
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1. Introduction
1.1 The demographic context
By the end of 1997 there were 700 reports of newly diagnosed cases of HIV 
. infection in children in the United Kingdom (UK) (Molesworth and Tookey, 
1997). Two hundred and fifty of the 700 children were under 15 years old at 
the end of January 1997. 90% of these 250 children were born to HIV positive 
(HIV+) mothers, the rest of infections being accounted for by blood factor 
treatment and blood transfusion. Most maternal infections in the South East of 
England are presumed to be associated with heterosexual exposure. This is 
in direct contrast to the population in Scotland, other parts of Europe, and the 
United States, where the main route of maternal transmission is through 
intravenous drug use. 53% of HIV+ mothers giving birth during the period 
1988 to 1996 in Britain were of black African origin (Nicoll et al., 1998). Again 
there is a contrast in ethnic, origin of mothers between the South East of 
England, where the majority of mothers are of black African origin, and 
Scotland, where the majority of mothers are white Caucasian. The vertical 
transmission rate in the UK remains high compared to other European 
countries, such as France, and to the US (Nicoll et al., 1998).
These figures are important in considering the relevance of research findings 
to the population of southeast England. The demographic characteristics, 
timing and route of transmission for both mothers and children and medical 
characteristics are all relevant in the interpretation of results.
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1.2 Describing the condition
Centers for Disease Control in Atlanta, USA, produces a classification for 
HIV infection in children less than 13 years old (Centers for Disease Control
1994). There are four categories that are dependent on clinical symptoms (not 
described in detail here). The categories are:
N: no symptoms 
A: Mildly symptomatic 
B: Moderately symptomatic 
C: Severely symptomatic.
A child defined as having encephalopathy for example would be classified as 
having category C disease. Mild symptoms include dermatitis and recurrent 
upper respiratory infections. Moderate symptoms include recurrent or chronic 
diarrhea and lymphoid interstitial pneumonia.
In addition the infection can be classified in terms of age specific 
immunological information.«The proportion of CD4 lymphocytes compared to 
total lymphocytes produces a percentage that can be compared to those 
typical for children of the same age that are not immune-compromised. CD4 
cells are the cells of the immune system to which HIV attaches itself and 
destroys. The progressive loss of CD4 cells is a reflection of the progression 
of immune deficiency. The categories are presented in Table 1.
Table 1. Centers for Disease Control 1994 revised classification system 
based on CD4 percentages
Immunological category CD4 percentage
1. No evidence of immunosuppression >25
2. Moderate immunosuppression 15-24
3. Severe immunosuppression < 15
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These categories are frequently used to divide children into groups when 
describing their neurodevelopment. This is important, as neurological 
problems have been reported to vary with the level of immunosupression. 
Adult disease symptoms are similarly classified using Class 1 to correspond to 
Category N through to Class 4 to correspond to Category C.
1.3 Prevalence of neuropsychological abnormalities
HIV in children is frequently associated with neurological abnormalities and 
encephalopathy resulting in cognitive, behavioral and personality changes. 
Reports of prevalence vary between the major continents. Table 2 presents a 
summary of some of the findings.
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Table 2. A selection of studies providing prevalence information
Study Country Description of findings %
Kairam, Kaul, Gupta, 
Bakshi and Pitt, 1989
U.S.A. Neurological abnormalities in 130 
symptomatic children assessed at a 
neurological clinic
90%
Belman et al., 1989 U.S.A. Neurological abnormalities in 19 HIV+ 
children (not divided according to 
symptomatology).
50%
Hittelman, Fikrig, 
Mendez and Skovera, 
1989
U.S.A. Developmental problems in 30 HIV+ 
children measured using the Bayley 
Scales of Infant Development (Bayley, 
1969) and the Stanford-Binet 
Intelligence Scales (Terman and 
Merrill, 1973).
90%
as above as
above
In addition to the developmental 
problems, motor problems were also 
assessed.
60%
Hittelman et al., 1990 U.S.A. 59 HIV+ children assessed using the 
BSID. Motor problems found.
56%
Kabagabo, Braden, 
Binyingo, Elonga and 
Ryder 1989; Kabagabo, 
Braden, Binyingo, 
Manzila, Zola and 
Ryder 1990
Africa
r
Similar methodology to U.S.A. studies 
but with demographically and 
medically different populations. 26 
HIV+ children assessed using BSID
motor problems 
cognitive impairment
56%
40%
Cogo, Laverda, Ad es, 
Newell and Peckham 
1990
Europe 26+ children assessed for 
neurological problems. -
symptomatic children 
assymptomatic children
31%
0
Tardieu, Blanche, 
Duliege, Rouzioux and 
Griscelli, 1989
France Neurological and developmental 
abnormalities in 94 HIV+ children, 
severe (associated with increased risk 
of death, opportunistic infections and 
low CD4 count).
moderate
20%
6%
Tardieu et al., 1995 France Poor school achievement in 33 HIV+ 
children assessed using a 
neuropsychological battery.
33%
It is difficult to draw any firm conclusions from these studies about the 
prevalence in this country because of the confounding influences of maternal 
route of transmission. Most of the research in the US has studied children
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Tborn to mothers who have been exposed to HIV through intravenous drug 
use. Fetal exposure to drugs, particularly cocaine and heroin, has been 
shown to have detrimental effects upon development. This may be the cause 
of neurodevelopmental problems or add to the direct effects of HIV on the 
central nervous system. However, there are a few studies that suggest the 
poorer functioning in HIV+ children cannot be accounted for by intravenous 
drug use by mothers (Gay et al., 1995; Aylward, Butz, Hutton, Joyner and 
Vogelhut, 1992). Aylward et al. (1992) controlled for a series of measures 
including race, age at initial testing, maternal age and education, maternal 
history of intravenous drug use and percentage of children in foster care for 
each analysis group (divided according to HIV status). They still found 
significant differences between the HIV+ group and the controls.
In Africa, placental damage caused by diseases such as malaria may 
increase fetal exposure either to maternal HIV or to other viral infections that 
cause developmental delay. This may also confound prevalence rates and 
study conclusions. The first report from France is also relatively early in the 
country’s history of the disease and based on a similar population to the US 
(the children studied were not from African backgrounds and transmission had 
taken place through contaminated blood products) (Tardieu et al., 1989). 
However these researchers later controlled for mode of transmission for 
mothers and their results were found to be independent of this (Tardieu, et al.,
1995). The only prevalence rates for the population in Britain are figures for 
the Edinburgh region published through the European Collaborative study 
(Cogo, Laverda, Ad es, Newell and Peckham, 1990). These are noted above 
in Table 2. Unfortunately this study did not look at neuropsychological 
difficulties or developmental problems and based prevalence estimations on 
neurological examination only. This may mean that they missed subtle 
cognitive deficits or developmental problems that may account for the lower 
prevalence rates.
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As illustrated previously, the majority of HIV+ children in the UK are born to 
mothers who have been infected themselves through heterosexual contact 
rather than intravenous drug use. IVDU is the predominant route of 
transmission for mothers in Scotland. Intra-venous drug use during pregnancy 
may affect fetal development and therefore confound the findings in these 
studies. It also means that generalization of the findings of the majority of 
studies to the majority of the population in the UK is not appropriate. 
Generalization of the results from Africa may also be problematic. Although 
similar in terms of ethnic origin and strains of HIV-1, there are differences in 
socioeconorhic status, exposure to diseases such as malaria during 
pregnancy and access to anti-retroviral medication. These latter factors may 
affect the prevalence of neurodevelopmental problems and make the 
population of the South East of England unique. Many of these factors and 
their important and unavoidable effects upon development will be examined in 
detail later in the paper.
2. Description of neurodevelopmental difficulties
2.1 Features
The neuropsychological and developmental effects of HIV were first identified 
in a series of early descriptive studies (for example, Belman et al., 1985). 
Laverda, Cogo, Del Mistro, Rampazzo, Ruga and Zacchello (1989) however 
found contradictory results concluding that neurological and developmental 
abnormalities do not occur early during vertical HIV infection. Generally the 
pattern of features and the course of neurological disease identified by these 
early studies were complicated by poor prognosis and lack of treatment 
options for children. Infants often died early and encephalopathy was often 
associated with this poor prognosis. Identifying specific cognitive deficits is
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also difficult in these young populations as there are not the tools available to 
_ measure such skills.
Later studies employed controls, usually in the form of seronegative children 
born to HIV+ mothers, who were usually classed as ‘serorevertors’ (e.g. 
Hittelman et al., 1990) and sometimes controls in the form of children born to 
HIV negative mothers considered to be of the same sociocultural and 
economic background as the HIV+ mothers (for example, Kabagabo, Braden, 
Binyingo, Manzila, Zola and Ryder, 1990). The Bayley Scales of Infant 
Development (BSID, Bayley, 1969) have been used extensively to measure 
cognitive and motor development. Serial measures are usually reported, 
frequently made at 3 month intervals. Most studies have concentrated on 
younger children and are based in the US. The exceptions are cited and 
highlighted in this review. Older children, usually those that have survived 
beyond the first 3 years of life with mild or no symptoms, have not been 
studied so extensively. The review seeks to address findings in this group as 
well as the infant group.
The major radiological findings are basal ganglia calcifications, cortical 
atrophy and deep white matter changes (Owens, Allan, Thomas, Evans and 
Stevens, 1996). 50% of children in this British study presented with clinical 
features of encephalopathy and 90% of these had abnormal GT or MRI scans. 
Motor problems are reported widely (Diamond, Kaufman, Belman, Cohen, 
Cohen and Robertson, 1987; Hittelman, Fikrig, Mendez and Skovera, 1989).
As with prevalence rates of neurodevelopmental problems, the features seem 
to differ according to symptomatology. Belman et al. (1985) found serious 
neurological signs occurring in children with an AIDS diagnosis, as well as a 
variation in the features if disease symptomatology was not as serious.
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Along with overall problems with development there are a few studies that 
have identified specific deficits. These are described in Table 3.
57
73 O
C D ) -
If!
^  1“si I s  âp-
CD
(D
3
D) 
Z J
0)
Z)
Q .
CD
CO
cn
CD
CO o
D)
III
11*
TO 00
ill
3 cn 
o  CD 
3  = .
g  m  
cn Cc"
I
CD %
0)
3
Q .
CJi
O l
K
CD
0)
cn Q .  
m
3
12'?
cn —  ca
III
•=î
• a
I
3
CO
c
3
CD
0)
I
CD
cn
O )
li;
III
3 Q
g « 3
- y  cn o  
, 0 )
0) > 
5 Q-O .  03g#
O  CD
li
| l
g# 
2. 0) 
-S'S
3  3
—  00 
0)
5=
3 rn
II  ® <• 
m ®
II
CD
o '
c
3
O .
o
CJ
CD
Q)gg
O .
3
CD caII
il
-I
91 g.
Il
CD O  
CIII"il
FT CL
c Q —• N )
cn O en
ë
3
• o s
%
0) CD <
CD 3
a . +
C
O
a . 3= o3 ;
3
o
2
o
c
c a
S
3o z r z r
3"
O 2 O"
z r o 3
8
p -
CD
3
o
Q .
CD
0)
3
m o
0)"O 0)
c r 3; 3 c a
% CD
5 " C
CD o en co
Q cn o "
3 s
CDi
o
3
0)
3
a .
cn
X3
CD
CD
O .
CD
a .
°ë?
0) a .
1 ^ 3 ' §
lit
2  m  ca
ill
Ilf
III
0)
3
a .
i 3 = en
z r
Ê
0
c
ca
%
<
Q . z r +
CD 2 cn
0 0
0 z r3
(a
3 '
CL 0
0
ca 0) 0)
3 caer en CDCû o ' a .
CD 9 . 0
0
3
3 ;
0) cn CL3 CD 3CL 3 . 3
m
0 3
0
3
»< c?
T 3  cn 
03 cn
3  S
a .  enô&
cn
T5
CD
iî
S 2.
Il
c a  cd‘
îigî
II
ÎI
i i :
V< â  
3I
11
o  en
Iiii
ô  w
I l s  «
9. CD 
CD
a .
o
c
CD
co o .
SÎ5 CD-
c
CD
D)
0)0)0 O Ol O 3- 0) a
CD cZ -
3  O  m
CD P  3
gcS
  CD
1=
5? K
!i|iI
=i; m
5 -
ill
CD CD Û5 
! »  
^  >  CD
III
=3 0 ) en
i||
N3 a . 
co CD
âl
pCD oa  3
O  cn
S  3^
5 &
" g
m  0 "
0 = :
p -  CD
0)
I
O
ii
l i
3 :  ^  en
II
en en 
"O c  
CD 0) 
CD —  
O  en
z r -D
l i ­
lt
0)
3
ca
c
cS
CD
0) O) 
2
3  o
CD
p  g
_  (D
iî
CO 3
" I
3
0
1
ï
o
Q)
S -
CD
3
CD
iP
£0 CD CD
C
en
vu ^  
— Q.
il.
Il
3  3 -
8 . 2 ,
CD
C :  g
II
3
a .
0)
CD CD 
Q) (O
= s
en <  
cn CD
en % .
3 =; ïï
<
en" 0 )
c 3
0) a .
o
a  ^
M  g
g-à
03 -o 
3 ; 0)
§ I
%3
CD§
%
O
3
< P
CD p z
3
8
■n 1CD
8
CD
C
S
z r
0 ) 0ca
0 <
T3 CD 01
0 )
z r 2 , a .
■o CD—f>
CD 0
en
CD cn
3
0 T 3
CD CD
2 ,
en
CD
2
0 )
Ë
CL
<
CD
O
ao
0
(Q
<<
0)
3
CL
31
I
z
CD
C
0a1
o■o
3
CD
3
0)
O "
(D
W
O )■o
(D
O
(D
%
i
3
(D
C
Oo.
(D<
(D
0  
■O
3
(D
1 
I
a.
" 0
(Da
5 '
o
%
<
Ol
00
This suggests that HIV+ children may have difficulty in everyday activities that 
place a high demand on sustained attention and concentration and therefore 
academic achievement. Although overall functioning may be within normal 
limits these studies identified the need to examine cognitive functioning and 
development in detail.
In summary there is a pattern of neurodevelopmental difficulties notably motor 
problems and a low level of cognitive functioning in younger symptomatic 
children when compared to a normative population. In older children with 
fewer symptoms there is a pattern of average overall cognitive functioning and 
specific difficulties including visual-spatial processing problems, and attention 
and concentration problems. These problems may affect school achievement 
and general development in all spheres of life. Language can also be affected 
in all age groups and deficits in expressive language are identified most 
frequently. As Belman (1992) pointed out, there continues be a dearth of 
information on mildly symptomatic or asymptomatic, older children. The 
collective results are also not directly applicable to the population of the UK as 
most of the data and information are drawn from studies based in the USA. 
The information may be confounded by the effects of maternal use of 
substances during pregnancy and socio-cultural differences.
2.2 Behavioral difficulties
Brouwers, Moss, Wo Iters, Eddy and Pizzo (1989) found that older children 
(mean age 8.1 years and infected through contaminated blood or blood 
products) who were tested with the Wechsler Intelligence Scale for Children 
had similar profiles to children with Attention Deficit Hyperactivity Disorder. 
This includes comparative weaknesses in the Arithmetic, Coding, Information 
and Digit Span subtests. In the first of a series of studies Moss, Wo Iters, El- 
Amin, Butler, Brouwers and Pizzo (1990) used videotaped activity sessions
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with HIV+ children. The children were engaged in age-appropriate structured 
activities and their responses analyzed for its affective qualities, social 
interaction and task-oriented behavior. They found an impairment in 
‘expressive’ behavior including flattened affect, impoverished interpersonal 
skills and a deterioration in language and motor abilities.
In a later study (Welters, Brouwers, Moss and Pizzo, 1994) the Vineland 
Adaptive Behavior Scales (Sparrow, Balia and Cicchetti, 1984) were used to 
assess behavior in HIV+ children in conjunction with the same observational 
technique used in their previous study (Moss et al, 1990). The correlation with 
brain scan abnormalities, such as calcifications, suggested that behavioral 
dysfunction may also be due to the direct effects of HIV on the central 
nervous system. Improvement in adaptive behavior following 6 months of 
zidovudine therapy also corroborated this hypothesis (Wolters et al., 1994). 
Children in this group, which consisted of 64% infected through contaminated 
blood products, showed most impairment in daily living skills (for example 
personal care skills). However the psychosocial and socio-cultural influences 
and the possibility of increased energy with improved health and therefore 
improved performance cannot be discounted. Measurement of ‘social 
emotional functioning’ was accounted for in the analysis and goes some way 
to allowing for these influences on performance. Children without 
encephalopathy (Moss, Wolters, Brouwers, Hendricks and Pizzo, 1996) 
presented with higher activity levels, superior motor and verbal skills and were 
more socially and emotionally responsive.
Assessment of and awareness of this range of behaviors has become 
increasingly important as children live longer and take part in society at large. 
Psychological adjustment becomes a factor in coping with the condition, 
adhering to treatment and self-care. Papola, Alvarez and Cohen (1994) found 
42% of the children in their study had emotional and behavioral disorders and 
noted the implications for service provision. Ascribing behavioral difficulties
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solely to central nervous system complications evades the influence of 
psychosocial factors and hence the possibilities and need for intervention in 
this area. They may be, at least, of equal importance in describing the etiology 
of developmental problems. The UK population has particular psychosocial 
characteristics that have been described in earlier sections and will be 
summarized later. Section 3 discusses in detail psychosocial factors and 
explains their importance.
2.3 Course
It seemed from the early studies that neurological signs were found fairly early 
in the course of HIV infection and progressed in severity along with 
immunological decline (Epstein et al., 1986). Ultman et al. (1985) found that 
regression occurred in children with serious disease (category C) but not in 
others. CT scans with striking abnormalities were prognostic of a poor 
outcome with a progressive encephalopathy marked initially by language 
delays (Kairam, Kaul, Bamji, Gupta, Bakshi and Pitt, 1989). Kabagabo et al. 
(1990) followed children for 24 months measuring developmental progress at 
3 month intervals. They reported 3 patterns of abnormal development. These 
are presented in Table 4.
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There may be a loss of motor and cognitive skills combined with plateaus of 
normal development or a slowing of development. This is known as sub-acute 
progressive encephalopathy. There may, also, be a more progressive loss of 
motor and cognitive skills known as progressive encephalopathy. Finally there 
is a pattern known as static encephalopathy that is characterized by a slowing 
of development but not a loss of skills. This course is more likely to be 
manifested through subtle changes in cognitive functioning.
It is possible to speculate that the variability in course is due to the different 
timing of transmission of HIV. Relevant variables may be the development of 
the central nervous system at time of transmission and maternal immunology 
at time of delivery. This will be considered in more detail in section 2.5.
2.4 Medical correlates
Calvelli, Belman, Bueti, Golodner and Rubenstein (1989) compared the onset 
of neurological problems with the onset of immunological decline. They 
concluded that impairment can appear before or even without immunological 
decline but also that the converse can occur. Blanche et al. (1990) identified 
different courses from clinical and biological evidence. One third of children 
had early onset with opportunistic infections with a higher incidence of severe 
encephalopathy compared to those without opportunistic infections. Those 
without opportunistic infections or encephalopathy had a survival rate of 97% 
at 3 years. Clinical evidence in the form of CD4 count also correlated with 
encephalopathy. In addition, mode of transmission for the children may or 
may not influence the course (Cohen, Mundy, Karrassik, Lieb, Ludwig and 
Ward, 1989; Tardieu et al., 1995).
Blanche, Mayaux, Rouzioux and the French Study Group (1994) also studied 
the clinical and biological characteristics of mothers of HIV+ infants. They
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concluded that the rate of disease progression varied directly with the severity 
of disease in the mother at the time of delivery. For example the risk of 
opportunistic infections or encephalopathy was 50% when the mother had 
class IV disease compared to 14% in class II or III.
2.5 Hypothesized mechanisms for direct central nervous system 
compromise
There are methodological issues affecting many of the studies reported 
because the mechanism behind neurological damage is not fully understood. 
Therefore studies have not taken into account all the possible factors in the 
analysis of their results. The understanding of the mechanisms has gradually 
evolved but, as with the actual transmission of HIV to children, they are still 
not fully understood. Dissecting the influence of different factors in the 
different courses and the individual deficits that present is complicated and 
statistical significance almost impossible because of the small numbers.
Many of the studies have found differences between the neurological profiles 
of HIV+ children and controls. This confirmed that the neuropsychological and 
developmental effects are due to the direct effects of HIV on the central 
nervous system. However, Vazeux (1991) suggested that persistent viral 
infection is not required for the development of HIV encephalopathy because 
at time of death they did not always find HIV replication in the central nervous 
system. Two possible mechanisms are therefore suggested:
1. HIV replication and dissemination into the central nervous system as 
immunosuppression takes place (measured by a lowering CD4 percentage).
2. HIV infection of microglia which are differentiating in the fetal or newborn 
brain. Myelination may also be interfered with during this time and this can 
cause motor abnormalities in particular.
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Prospective studies monitoring the performance of children who receive 
antiretroviral medication support the hypothesis that HIV has a direct effect on 
the central nervous system through dissemination and during fetal 
development (Wolters, Moss, Eddy, Pizzo and Brouwers, 1989; Pizzo, Eddy, 
and Faloon, 1988; Wolters et al., 1994). Wolters et al. (1994) monitored 
adaptive behavior and found that after 6 months of AZT therapy they showed 
improvements in all areas except motor skills. This suggests that motor 
problems may be due to damage that is irreversible and probably occurs 
during fetal development. Subtle cognitive changes that improve may be due 
more to diffiçulties in reproduction of skills caused by HIV dissemination in the 
central nervous system rather than damage to cellular structure during fetal 
development.
In support of the second mechanism, Koch et al. (1990) concluded that 
maternal HIV infection may be detrimental to the developing fetal nervous 
system even without viral transmission. To comprehend the mechanism 
behind early fetal damage it is helpful to consider the development of the 
brain. Middleton and Schwartz (1995) summarize this. During gestation the 
cells of the cortex arise from the inner side of the neural tube. They migrate 
into position following fibers radiating outwards led by a type of cell called glial 
cells. This is replicated until the 6 cortical layers are formed. Genetic disorders 
or viral infections can cause disturbance in this process. Once these glial cells 
reach their predestined destination they start to differentiate (according to 
function) and synapses (connections) are made between cells. Myelination 
(which allow the transmission of electrical messages between cells, nerve 
fibers and muscles for example) then begins and this continues for many 
years. The first 2 years after birth, however, are the time of most rapid growth 
and increase in weight of the brain. Adequate nutrition and absence of 
infection or injury is crucial to brain development. Following birth, stimulation 
is also important for continued development. HIV may damage the developing 
fetus at any point during this process probably depending on maternal
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immunology and the presence of placental damage. HIV does not need to be 
transmitted to the child on a permanent basis for damage to occur. Therefore 
the seroreverter group, used frequently as a control group, have been 
exposed in this way.
Calcifications of the basal ganglia do not improve with medication (Pizzo et 
al., 1988). Medication however does reduce the incidence of encephalopathy 
and hence survival. This has implications for the point of commencement of 
drug therapy. Improved performance on cognitive tests may be influenced by 
other factors, associated with medication and improved health. These might 
include increased energy and hence more opportunities and experiences to 
help in the development of adaptive behaviors.
Again the uniqueness of the position of the UK population needs to be 
highlighted. It is possible that there is not the same level of placental damage 
during pregnancy. Perhaps this was because there was no intravenous drug 
use or diseases that might cause placental rupture. Hence the developing 
fetus and developing central nervous system may not be so vulnerable. 
Transmission of HIV to the child may therefore be more likely to take place 
during birth or via breast-feeding. This may not cause the extensive damage 
to the central nervous system that has been seen in the US and Africa, 
particularly in the sphere of motor deficits. Due to the poor rates of 
identification of HIV+ pregnant mothers in the UK, they do not access 
treatment to prevent transmission (Nicoll et al., 1998). This means that the 
severity of their immunological status is not known or controlled. Even if there 
is not placental damage unborn children may still be exposed to the 
detrimental effects of high levels of HIV in the mother’s blood. The author 
feels that, on balance, these factors suggest that central nervous system 
changes observed in children in the UK are more likely to be taking place 
through dissemination of the virus into the infant brain during initial viral 
surges or untreated high viral loads rather than during fetal development. This
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makes the population more similar to those children who have become 
infected through blood transfusion.
3. Other Factors
Interpretation of studies needs to take into account the potential presence of 
extraneous factors that might confound results. There are studies that have 
found no early signs of neurological or developmental abnormalities despite 
using standardized tests and controls. Marcus, Butler, Hittelman, Mendez, 
Goedert, Willoughby and collaborators (1989) reported on children born to 
HIV+ mothers from 2 groups: intravenous drug users and mothers from Haiti 
who had been infected through heterosexual contact and were not using 
drugs. Neurological abnormalities were identified in all three groups of 
children (positive, negative and controls) with no pattern established or age of 
onset identified. Kairam, Kugler, Nagel, Rojas, Bartnett and Levenson (1991) 
although identifying a high prevalence of abnormalities in neurological 
examination reported that serorevertors were at greater risk for later academic 
failure. The factors considered below may well account for some of these 
contradictory findings.
3,1 Perinatal factors
Antenatal factors and factors associated with birth are well-established 
influences in development. These might include:
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alcohol and drug use during pregnancy causing damage to the developing 
fetus.
poor antenatal care including nutrition and illnesses 
premature gestation 
low birth weight
3.2 Medical factors
Besides measuring biological or physiological variables associated with HIV
other medical factors need to be taken into account. These might include:
• Failure to thrive (nutritional and metabolic). Owens et al. (1996) noted that 
nutritional and metabolic deficiencies appear in radiological evidence and 
can be resolved. However they do affect development if not recognized 
and treated.
• Repeated infection and treatment. HIV+ children often suffer from repeated 
ear infections for example. Both the infections and the repeat use of certain 
drugs may affect hearing and possibly language acquisition.
• AZT during pregnancy. The long-term effects of AZT administered during 
pregnancy to reduce transmission are not known. A prospective study is 
currently underway (Lyall et al., 1998).
These variables are not necessarily related to socioeconomic status and
therefore need to be measured separately.
3.3 Psychosocial
There are numerous psychosocial variables that may affect some of the 
measures used in the research literature, as well as affecting general 
development, school achievement, adaptive behavior and emotional state.
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These variables are frequently interrelated. The following section examines 
the possible contribution of these factors to development.
3.3.1 School absenteeism
Development and achievement may be affected by repeated periods of 
illness, hospitalization and absence from school. These experiences reduce 
the amount of time a child has to engage in independent activities and learn 
new skills. There are conflicting research results in this area. Fowler, Johnson 
and Atkinson (1985) studied school achievement and absence in 270 children 
with chronic health conditions and assessed the relationship with 
demographic and health variables. School absence was not related to 
achievement but low socioeconomic status was significantly related. Stein and 
Jones Jessop (1984) however concluded that school absence was significant 
in predicting psychological adjustment and agreed with Shannon, Fergusson 
and Dimond (1984) that hospitalization was not a factor. The degree of 
relationship varied with dernpgraphic factors in particular family composition, 
the relationship being weaker for children living with both parents. These 
studies begin to illustrate the complex interplay of variables. Colegrove and 
Huntzinger (1994) found that-absenteeism (an average of 27 days for the 
previous school year) was inversely correlated with teacher ratings of social 
functioning and reading scores for boys with hemophilia. Significantly the 
HIV+ boys in this study showed no significant differences to the group as a 
whole. The authors hypothesized that this may be due to the lack of 
progression of HIV disease or the presence of cerebral bleeding due to 
hemophilia. This has not been considered in other studies of children with 
hemophilia (When, Mundy, Lieb, Ludwig and Ward, 1991; Whitt et al., 1993). 
However an alternative explanation may rest in the route and timing of 
transmission or other psychosocial factors.
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3.3.2 Home environment and patterns of caretaking
Changes in lifestyle and an erratic home environment associated with a 
number of people being ill within one family are common for children affected 
by HIV. Condini, Cattelan, Viero, Casella, Zampiron and Laverda (1989) 
investigated the influence of environmental factors and the quality of the 
mother-child interactions as well as HIV infection upon development. They 
concluded that there was a significant relationship between poor mother-child 
interactions and a deprived and disorganized environment and suggested that 
development of children is more related to socioeconomic status than HIV 
infection. Condini et al. (1991) studied the speech and general development 
of 36 Italian children. Eighteen were asymptomatic HIV+ children and 18 were 
controls matched for age, sex and socioeconomic status. Although language 
production and mean length of utterances were significantly impaired in the 
HIV+ children they caught up during the third year of life. The researchers 
hypothesized that the initial delay may be due to the emotional consequences 
of coping with a new diagnosis in the family.
I ■
Managing ill children or caretakers being ill themselves may produce patterns 
of care-taking that affect development. Carers can be over protective and 
unwittingly limit social opportunities. They can also find it difficult to provide 
boundaries and expectations for behavior sometimes allowing the 
development of maladaptive behaviors that inhibit or limit skill acquisition (for 
example, poor impulse control). The number of caretakers may also be 
important (Stein and Jones Jessop, 1984).
In contrast to these ideas are the findings of a study based in Rwanda 
(Msellati, Lepage, Hitimana, Van Goethem, Van de Perre and Dabis, 1993). 
They suggested that they did not find problems in development for uninfected 
siblings because of the role of extended family in raising children and lifting 
the burden from an ill carer. This could account for the difference between
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experimental groups in studies where children of HIV+ mothers are divided 
according to HIV serostatus and serorevertors used as controls. It is usually 
hypothesized that the difference in development between groups is due to the 
negating effects of HIV infection on the central nervous system. However it 
could be that the difference is due to the positive effects of patterns of care for 
the siblings that are not ill.
Characteristics of family coping are therefore important, including family 
communication style, problem-solving abilities and support systems and how 
these continue to allow children the learning opportunities that they need to 
continue to develop. The only studies that do take these factors into account 
are those emanating from Italy (Condini et al., 1989, 1991; Laverda et al.,
1989). In the UK many of the families do not have these extensive family 
networks that could provide support and opportunities for both negative and 
positive children. HIV+ mothers are often geographically isolated from their 
families or distanced through the need for secrecy about a positive HIV 
diagnosis. The psychological, social and financial difficulties facing these 
carers will limit children’s opportunities to develop and function in everyday 
life.
3.3.3 Socioeconomic status
It may be that many of the factors discussed in this section are related to 
socioeconomic status and that measuring and controlling for this will eliminate 
many of the variables as confounding factors. Lower socioeconomic status 
groups for example are frequently associated with lower usage of expressive 
language and language delay. Welters, Brouwers, Moss and Pizzo (1995) 
controlled for socioeconomic status by using uninfected siblings as a control 
group. As outlined in section 3.3.2 there are problems with using siblings as 
the sole control group. Children of ill parents and siblings of ill children may
71
find themselves in a more or less impoverished environment than other 
children from similar socioeconomic status families (Laverda et al., 1989; 
Msellati et al., 1993). However the use of a standardized norm-referenced 
measure of language abilities allowed the comparison with children of similar 
ages. Tests with sociocultural norms could also be used.
Further examples of the influence of socioeconomic status are found in 
studies of psychological adjustment. In a study of children with sickle cell 
anemia, adjustment was found not to be related to medical history measured 
by the number of hospitalizations and clinic visits, medication intake and time 
since diagnosis (Lemanek, Moore, Gresham, Williamson and Kelley, 1986). 
Instead maladjustment was linked to socioeconomic status.
3.3.4 Coping with a chronic condition
Many of the studies cited in this section measure psychological adjustment 
and coping with a chronic condition and recognize the importance of these 
psychological processes in children’s development. Anxiety and depression, 
for example, may affect memory and reasoning ability and should be taken 
into account in assessment situations. Psychological reactions may result in 
restrictions to social development and affect self-esteem problems and self­
definition (Wiener, Theut, Steinberg, Riekert and Pizzo, 1994). This in turn 
can affect social competence and adaptive behavior and therefore limit 
learning opportunities and experiences for the attainment of new skills.
3.3.5 Loss and bereavement
Studies of child development also need to take into account the loss of 
significant caretakers and the psychological impairment that might result from 
a bereavement reaction. Diamond, Gurdin, Wiznia, Belman, Rubenstein and
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Cohen (1990) studied the neurodeveiopmental status of children born to HIV+ 
mothers and subsequently given up for adoption in the context of substance 
misuse and social difficulties. There continued to be significant differences 
between serorevertors and seropositive children and the incidence of 
difficulties in the HIV negative group was similar to that in a population 
matched for socioeconomic status. They noted that both groups were 
significantly below average on growth measures that highlighted the 
importance of non-viral factors in the children of HIV+ mothers and their 
vulnerability to developmental problems. They did not however consider the 
implications of loss on development. Theories of loss and attachment are 
important considerations in interpretation of results.
The discussion presented in this section does not contradict the evidence that 
demonstrates direct damage of HIV upon the central nervous system. Instead 
it suggests the need to take other factors into account when explaining the 
origin of neurodeveiopmental problems. These factors are particularly relevant 
for older asymptomatic children who may present with a static course of 
neurodeveiopmental difficulties.
The predominant group affected by HIV in Britain is that already 
disadvantaged by socioeconomic factors and the problems of a displaced 
population. Coexistent with these problems are many of the variables and 
factors which compromise children’s development. The necessity to have a 
control group comparable in socioeconomic status is highlighted by many of 
the research studies. In addition, the demographic and cultural uniqueness of 
the UK population makes it very difficult to extrapolate findings from many of 
the major studies of neurodeveiopmental difficulties arising from the impact of 
HIV on the central nervous system of the child.
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4. Methodological issues
There are a number of methodological issues that need to be recognized 
when interpreting the results of many of the cited studies.
4.1 Sampling and selection
Studies may screen for participation or assess children presenting at 
particular clinics who are already symptomatic or who already have 
neurological problems (Kairam et al., 1989). This will automatically bias 
results. For example. Moss et al. (1996) in their study of adaptive behaviors 
acknowledged that the research groups (HIV+ children and controls) were 
heterogeneous for race, sex, socioeconomic status, and CD4 count but 
suggested that it did not contribute to their findings. As discussed previously 
the effects of socioeconomic status on development are important to control
f '
for when trying to identify possible other causal factors for developmental 
problems. It does not seem possible to suggest that they did not affect the 
results in this study.
4.2 Control group selection and other ‘experimental’ groups
Many studies do not use a true control group but frequently assess siblings or 
other children born to HIV+ women but not seropositive. Children who are not 
ill may have completely different experiences and differ for factors influencing 
development. For example, their perinatal history may be completely different. 
As discussed, serorevertors have also been exposed to FIIV during fetal 
development and this additionally complicates the interpretation of results.
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Finally as highlighted earlier, the prevalence of neurodeveiopmental disorders 
has been shown to be different for asymptomatic and symptomatic children. 
Many studies do not divide the children assessed into these 2 groups for 
statistical analysis.
4.3 Small numbers available for research
Taking into account other demographic and experiential factors including age 
differences may lead to very small subgroups in statistical analysis and limit 
the chances of reaching significant significance and increase type II errors in 
interpretation. A study that used large numbers is that reported by Msellati et 
al. (1993). Based in Rwanda, they assessed 218 children born to HIV+ 
women (including 50 positive children) and 218 controls. They examined 
gross motor development, fine motor control, language acquisition and social 
contacts. Abnormal neurological findings were greater in the HIV+ children, 
the proportions differing with age (a larger proportion of younger children had 
difficulties and this was because of an increased proportion of gross motor 
problems). Children were also divided into groups according to 
symptomatology. Of the children with AIDS (now Category C), 87% at 18 
months and 70% at 24 months had developmental problems. Of the children 
without symptoms, 40% at 18 months and 31% at 24 months had problems. 
There are several reasons hypothesized for this difference to findings 
emanating from the States. These include selection bias, the role of 
intravenous drug use, different strains of HIV-1 and that African infants may 
be dying before encephalopathy is manifest. This study, besides using a 
control, is useful for extrapolation to the population in the South East UK. The 
route of transmission for mothers was similar and therefore the results were 
not confounded by intravenous drug use during pregnancy and its affect upon 
fetal development.
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4.4 Test selection and interpretation
The observed effects of HIV on the central nervous system, particularly the 
subtle cognitive effects, suggest that test selection and interpretation is of 
great importance. Tests should be culturally appropriate and should produce 
results that can be shown to be independent of language (unless the study is 
examining the development of speech and language). They should also be 
age-appropriate. This may cause difficulties for serial assessments as tests 
may not cover the range of ages and therefore may not allow direct 
comparison and monitoring of changes in performance.
Test selection in general has not been geared towards monitoring for 
neuropsychological abnormalities. Only a few studies have used a 
comprehensive battery and an appropriate control (e.g. Whitt et al., 1993; 
When et al., 1991; Hittelman et al., 1989). The majority were studies 
examining children who acquired HIV through blood transfusion and hence 
perhaps neurological damage through a different mechanism to children 
infected vertically. Msellati ët al. (1993) probably because of the large 
numbers involved, used an ad hoc screening instrument and may well have 
missed early or subtle signs of cognitive deficit or deterioration.
Test interpretation and consequently research reports have often been based 
on overall scores of assessment. Interpretation of neuropsychological tests is 
more accurate and informative if all the information from subtests and serial 
assessments is used. Age equivalent scores should also be used. In this way 
a slowing of development can be observed, even when the child remains 
within normal limits of development or performance. An increase in overall 
score also needs to be carefully interpreted, considering possible practice 
effects. The study by Welters et al. (1995) is a good example of careful 
consideration of many of these factors and as a consequence their conclusion
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that expressive language is affected more than receptive language is valid. 
Further ideas for monitoring are discussed in the next section.
5. Implications for practice and future research
5.1 Monitoring for the effects of HIV on the central nervous system
In the UK very few children with HIV are monitored using imaging technology 
and, anyway, this does not always pick up neuropsychological or cognitive 
abnormalities. There are parallels with conditions such as sickle cell and 
Kawasaki's disease. Repeated cerebral bleeds for children with sickle cell 
disease are often undetectable and children require similar monitoring if 
difficulties are to be detected with timeliness. Clinical observations of children 
with Kawasaki’s disease suggest there may be residual behavioral difficulties 
possibly associated with neurological changes. These still require 
investigation. Serial clinical assessment is essential for these conditions and 
others, using a range of measures. There will be potential problems with 
practice effects but careful selection can overcome this. A screening 
instrument could be used every 12 to 16 weeks and others no more frequently 
than every 6 months. Différent routes of transmission may suggest different 
assessment protocols should be employed and the efficacy and pertinence of 
such monitoring should be audited.
Practitioners also need to select tests that pick up individual cognitive 
processes and enable the identification of strengths and weaknesses in 
specific areas of cognitive functioning. The Kaufman Assessment Battery for 
Children (Kaufman and Kaufman, 1983) is a good example as it is culturally 
less dependent than batteries that require language comprehension and 
measure learnt information. A measure examining expressive and receptive 
language could also be included.
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The assessor needs to monitor individual changes in overall and subtest 
scores using serial administration. A child functioning within normal limits is 
not likely to show significant changes (a change of 15 points or more) in 
standard scores when tested on a test of cognitive functioning such as the 
Wechsler Intelligence Scale for Children (Wechsler 1992) or Kaufman . 
Assessment Battery for Children (Kaufman and Kaufman, 1983). Maintenance 
of scores is enough to assure no progression of central nervous system 
deterioration. If individual scores are noted to be slowing in rate of progress or 
age level equivalents begin to change then central nervous system 
involvement may be hypothesized. Individual styles and strategies also need 
to noted as a child may change strategies having realized that they need to 
compensate for a declining function (Middleton and Schwartz, 1995).
Serial assessments should allow for the detection of subtle 
neurodeveiopmental changes and include:
• a measure of cognitive functioning that allows for the examination of • 
specific skills, particularly visual spatial and processing skills,
• a measure of adaptive behavior, giving an indication of the ability to 
function within the community,
• an assessment of language skills, including receptive and expressive skills,
• screening for emotional and behavioral problems, including the range of 
behaviors that are similar to children with attention and concentration 
problems.
Multi-disciplinary assessments should form part of the general management of 
HIV+ children, allowing them to achieve not only greater longevity as drug 
treatments improve but also a better quality of life. Speech and language and 
physiotherapy assessment as well as dietician intervention in the area of 
feeding difficulties should also be included.
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5.2 Management
Psychological services need to offer children and their families a full range of
interventions that will enable them to function as normally and as
independently as possible within the community.
Interventions can be at several levels:
• Individual. Offering individual play therapy, for example, to help express 
emotional difficulties or more directive therapies that educate children in 
coping strategies for example. Neurohabilitation interventions may be 
necessary.
• Family. Either working through parents and carers to help them support 
their children or enabling them to provide the behavioral boundaries and 
management strategies that will enable new learning and development. 
Family therapy interventions may also be useful to enhance family coping 
strategies, communication and manage disruptions to family life (Miller, 
Goldman and Bor, 1994).
• Group work. For example social skills training (Varni, Katz, Colegrove and 
Dolgin, 1993) or other educational approaches.
• School and other systems. Practitioners need to participate in the 
assessment of special educational needs including advocating for the child 
in this process. As children survive longer there will be an increased need 
for specialist educational provision. Papola et al. (1994) and Tardieu et al. 
(1995) found that 63% and 74% of the children in their studies respectively 
were referred for placement in special education placements. The 
prevalence of language and articulation disorders suggest that speech and 
language therapy and services will be particularly requested. Motor 
problems may require referral to physical therapy or occupational therapy. 
These services are often not available directly without referral outside the 
pediatric teams with which children and families are familiar. Interventions 
are often complicated by the necessity of keeping diagnosis confidential.
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5.3 Implications for research
The paper began by describing the demographic context of pediatric human 
immunodeficiency virus infection in the UK. This set the framework for 
consideration of research into the neurodeveiopmental effects of pediatric 
HIV that has mainly emanated from the US and been based on populations 
that have very different demographic and medical histories from the UK 
population. Prevalence rates for neurodeveiopmental problems are available 
and have been described, but their generalization to the children of the UK 
needs to be cautiously applied. Similarly a description of both cognitive and 
behavioral problems has been presented and the possible mechanisms for 
central nervous system compromise discussed. The variable course and 
multifaceted presentation of neurodeveiopmental problems would suggest 
that it is important to know the route and point of transmission of HIV from 
mother to child to predict future difficulties. Again the generalization of this 
information to the UK needs to be cautious (Scotland excepted). Although
f ■
vertical transmission is the main route of transmission, which is comparable to 
the US, the point of transmission may be different. The use of intravenous 
drugs, as well as its consequential effect upon the developing fetus, needs to . 
be taken into account.
Sections 3 and 4 moved into a more general review of the literature. Section 3 
highlighted the type of measures that are ideally needed in a comprehensive 
study of neurodeveiopmental abnormalities. These include perinatal and 
medical information, and a range of psychosocial factors including school 
absenteeism, patterns of caretaking, socioeconomic status and individual 
adjustment and coping. The uniqueness of the characteristics of the UK 
population was highlighted. Other recommendations for methodology are also 
covered in section 4. Consideration needs to be given to sample selection and
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numbers, what constitutes a control group and the selection and interpretation 
of standardized tests. The wider implications are considered here.
There are no studies examining the neurodeveiopmental effects of HIV on the 
central nervous system emanating from the UK. This is particularly noteworthy 
because of the unique demographic nature of the population affected by HIV 
in the UK in comparison to the populations in the US and the rest of Europe. 
The studies based in Africa (Msellati et al., 1993; Kabagabo et al., 1989 and
1990) had comparable populations in terms of route of transmission but the 
psychosocial constitution and the socioeconomic influences are very different. 
Thorne, Newell, Dunn and Peckham (1996) identified that within an increasing 
number of positive women in Europe there are approximately one third who 
were infected through heterosexual contact. Unfortunately they did not include 
figures from southeast England or France and this is probably an 
underestimate for both of these countries. It is also only recently that the 
population in France has begun to change with an influx of women originating 
from African countries. Thus, even the most recent studies from France are 
not directly applicable to the UK, although there are a larger number of older 
children infected through blood products that may have similar central 
nervous system compromise. Nevertheless, specific research with the UK 
population remains a necessity.
The UK has relatively small numbers of HIV+ children and it will be necessary 
for centers to collaborate. Inclusion of neuropsychological measures in the 
research protocol of the pan-European drug trials (RENTA 5) would have 
greatly helped the development of research in this area, as well as providing 
helpful and valuable information on the effects of more recently developed 
drugs on the central nervous system.
Research in this area is clinically relevant and helpful in the management of 
HIV+ children. We need a better understanding of what is happening to the
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central nervous system of these children both for the monitoring of drug 
treatments and their possible side effects and for advising on their needs, 
particularly within the educational context. Information needs to be available 
for planning and resource provision. In the rush to increase longevity, quality 
of life should not be ignored.
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1. Professional Development since qualification
1.1 Professional Audit: Career Development
The aim of this section is to provide an overview of my career development 
since qualification as a clinical psychologist in October 1988.
Table 1 provides a summary of the positions held since qualification.
Table 1 Practice since qualification
Dates Position and 
Specialty
Employer Main duties
October 
1988 to 
January 
1990
Basic Grade Clinical 
Psychologist in 
Learning Disabilities
South West 
Durham Health 
Authority
Development of 
community services 
(including 
resettlement) for 
adults and children
December 
1993 to 
August 
1995
Clinical Psychologist 
in Children, r  
Adolescent and 
Family services
Kingston & 
District 
Community 
NHS Trust
Clinical duties in a 
multi-disciplinary 
team, including 
mental health and 
pediatric services
August 
1995 to 
July 1996
Clinical Psychologist 
in both Children, 
Adolescent and 
Family service and 
Adults with Learning 
Disabilities
As above Wide range of clinical 
duties at different 
levels of working 
(including 
consultation & 
supervision)
August 
1996 to 
present
(Principal) Clinical 
Psychologist in HIV 
services for children 
and families
Lewisham & 
Guy’s Mental 
Health NHS 
Trust
Development of a 
new service with a 
wide range of 
experience at 
different levels of 
working
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The following describes the positions in more detail and includes a 
consideration of my development needs through the appraisal process.
1.1.2 Basic grade clinical psychologist, October 1988 to December 1989
Main function: development of services for people with learning disabilities. 
Experiences: a) resettlement project
b) district planning
c) development of a district & agency wide assessment process
d) co-ordination of child services
Comment: Although my experiences were invaluable and I continue to draw 
upon them, they were at too high a level to benefit my objective of 
consolidating basic clinical skills. Supervision was also sporadic and I often 
felt unsupported. My experiences led to the decision to take a career break. 
Table 2 provides a summary of training and conferences that I attended 
during this first year following qualification.
Table 2 Training during post-qualification year
Dates Title Type of training Rationale
September
1988
New
Developments in 
Mental Handicap 
Services
3 day conference Update on current 
developments 
before taking up a 
new post
November
1988
Introduction to 
PASS
week-long workshop Development of 
knowledge in 
service evaluation
March
1989
Framework for 
Accomplishments
week-long workshop Development of 
knowledge in 
individual asst.
June to 
Dec. 1989
Cognitive
Therapy
Weekly workshops 
and lectures
Development of 
approaches to 
intervention
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1.1.3 Career break, January 1990 to December 1993
During this time I kept up to date with professional issues and developments 
by continuing to read journals such as The Psychologist, CHnical Forum, the 
Journal of Clinical Psychology and the Journal of Medical Psychology.
1.1.4 Clinical psychologist, grade A, December 1993 to August 1996
2 posts: 1. December 1993 to August 1995. This post included work in:
a) Multidisciplinary child mental health team
b) Pediatric services
c) Children with special needs
2. August 1995 to August 1996. This post included work in:
a) Adults with learning disabilities
b) Generic child psychology services
f) Adolescents with special needs
First appraisal, January 1994
The following needs were identified:
1. To develop confidence and competence in clinical skills with the particular 
aim of linking practice with theory and research.
2. To develop skills and experience in particular areas including: younger 
children, family therapy, other types of therapy (other than behavioral and 
cognitive), sleep disturbances, abuse and neglect issues.
3. To begin to develop special interests e.g. diabetes and compliance 
problems, working with parents of children with developmental problems.
4. To be given opportunity to read in specialised areas e.g. moral 
development, conflict in families with adolescents.
5. To be provided with training opportunities e.g. in working with younger 
children.
6. To develop knowledge of organisational issues e.g. identifying resources in 
the district.
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7. To develop a research interest e.g. moral development.
These needs were met through supervision, allocation of reading time, co­
working and peer supervision and attendance at various training events (see 
section 2, Table 3).
Second appraisal, August 1994.
An audit of the needs identified at my last appraisal suggested that:
1. There had been a consolidation of clinical skills.
2. I had begun to develop special interest areas but these needed further time 
and development.
3. I had not yet begun to develop any research practice.
The appraisal identified the following recommendations:
1. Participation in a small project involving work with adolescents.
2. An increase in complexity of cases, including child protection.
3. Enrolment on the Psych. D Conversion course at Surrey University.
4. Involvement in department teaching and training, including a sleep clinic 
with local health visitors.
f ■
5. Development of supervision skills.
All of these recommendations were acted upon and met. This period was 
particularly helpful to my continuing professional development.
Third appraisal, March 1996
This appraisal enabled me to identify my future directions more clearly. I 
decided to fully specialise in work with children, adolescents and families and 
identified sexual health and HIV as particular specialist areas.
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1.1.5 Clinical Psychologist, Grade A, August 1996 to present
HIV services for Children, Adolescents and Families
Self-appraisal, discussion in supervision and a recent appraisal identified my 
continuing professional development needs and methods of meeting these 
needs. These are listed in Table 3.
Table 3 Continuing professional development needs
Need: Met through:
Specialist HIV knowledge Reading, visits, conferences, supervision.
Bereavement and children 
knowledge
As above and through membership of the 
Bereavement Research Forum
Pediatric psychological theory and 
models
Supervision, reading, courses
Pediatric neuropsychology 
knowledge
as above and visits to specialists
Cultural awareness Supervision, reading, courses
Research practice as part of 
clinical work
Completion of PsychD
Participation in research interest groups
within Trust and profession
Audit and evaluation projects
Computer skills Courses run by Trust
Teaching skills Experience, courses
Consultation and other management skills Training, supervision
Table 4 lists the courses and training that I have undergone during the period 
December 1993 to the present time. The choice of continuing professional 
development has been led by the appraisals discussed in this section. Many 
of the needs are ongoing but generally the last 2 years have been a period of 
expansion in both clinical and professional knowledge, particularly as the level 
of work has changed from purely clinical provision to that of developing a
99
whole new service. I look forward to continuing to develop my clinical 
knowledge but would like to become more involved in service development 
and management. I am also eager to include research as an integral part of 
my clinical practice, developing the concepts of evidence-based practice and 
clinical governance.
1.2 Courses and Training
Table 4 summarizes the courses, conferences and workshops that I have 
attended since returning to the profession in December 1993. A rationale for 
the choice of training is presented and these are linked to the needs identified 
through the appraisal process.
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The choice of training events has become more limited as I have specialised. 
Later this year I will attend the second part of a specialist pediatric 
neuropsychology course as well as courses in feeding problems and 
supervision skills. I have also looked at other ways of improving skills, 
including visiting and spending time with specialists in my areas of interest. 
Enrolment on the PsychD (conversion) course has also allowed me to review 
literature in specialist fields, something that I have found useful and enjoyable.
2. Professional Development: Service Development
This section charts the planning, inception and evaluation of a service that I 
took a lead in developing whilst working for Kingston & District NHS Trust at 
St. Peter’s Hospital, Chertsey, Surrey. In April 1995 the department was 
approached by a group of local health visitors who wished to provide a service 
to children with sleep disturbances. One of the health visitors had been 
trained in behavioral techniques but felt that they still needed the specialist 
backup of the psychological services. We felt that by offering input to the clinic 
we would reduce the referrals to our service both where sleep disturbances 
were identified as the presénting problem but also where they were part of a 
picture of general difficulties in behavior management. The involvement of a 
psychologist would also enable the passing on of psychological skills in a 
style that would facilitate learning for the health visitors, including teaching, 
supported practice and supervision.
The evaluation was aimed at measuring the immediate impact of the service 
and it’s interventions and the parent’s satisfaction with the service. It also 
looked at the experiences of the health visitors. As the involvement of the 
psychologist was planned to gradually reduce a long-term follow up of the 
impact of the service was not possible. An evaluation of the impact on the 
rate of referrals was also not possible as I moved to another position shortly 
after setting up the clinic.
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disturbances
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1. Introduction
The literature suggests that the overall incidence of sleep disorders in young 
children is quite high and that sleep disturbances may be a reflection of other 
^  underlying behavioral disturbances (Golding and Fedrick, 1986). Maternal and 
familial anxiety engendered by a child not sleeping well is one of the most 
common difficulties that face health visitors. It is a problem that in turn leaves 
parents feeling inadequate and the stress produced only serves to exacerbate 
and maintain the problem (Walters, 1993).
Previous experience of providing a service in partnership with health visitors 
at the primary health care level, to parents with worries about their children's 
sleep behavior, has been through the facilitation of sleep groups. Although 
sleep groups have been found to be effective (Szyndler and Bell, 1992), there 
are some grounds to suggest that screening criteria and other factors exclude 
many parents. This is exemplified by high dropout rates caused by frequent 
problems with providing childcare, having to attend on an all or nothing weekly 
basis, or a lack of confidence in front of more confident or vociferous 
individuals. It is often difficult for busy health professionals to commit the time 
necessary to run a group. A block of time needs to be identified that will not 
be interrupted by annual leave or other commitments. The arrangements are 
inflexible and a regular, continuing programme of sleep groups may be 
difficult. There may not always be enough potential clients to begin a new 
group and some carers may have to wait an inappropriate and unhelpful 
amount of time before they can begin to address a problem.
Studies (Roberts, 1993; Flewitt, 1994; Walters, 1993) have suggested that an 
individual approach, provided through sleep clinics, may be a better way to 
approach sleep difficulties. In April 1995, enthused by attending a course, the 
health visitors from a local health district approached the psychology services 
for support and consultation in the setting up of a sleep clinic. This paper
107
presents an evaluation of the sleep clinic over the initial development period 
that lasted 6 months. The evaluation attempted to address aspects of the 
clinic that parents found helpful, and clinical and administrative outcome 
measures.
A presentation of the rationale behind the clinic and the model of intervention 
follow a brief review of the literature. Detail is provided of the aims of the 
clinic, and procedures and material. Results suggest that there are many 
benefits of working individually with carers and their families, and that sleep 
clinics provide a model of intervention that is both effective and efficacious.
2. The extent and influence of the problem
2.1 Prevalence
f
Prevalence estimates of sleep difficulties suggest that this is an area that 
requires the attention of mental health professionals. Based on various 
studies (Minde, Popiel, Leos, Falkner, Parker and Handley-Derry, 1993; 
Pollack, 1994; Zuckerman, Stevenson and Bailey, 1987; Richman, 1981; 
Lozoff, 1985; Golding and Fedrick, 1986; Hewitt, 1993) there are estimates 
that around 20-25% of 1 year olds do not sleep through the night although this 
varies between 13 and 42%. 50-70% of these children are still not sleeping at 
2 years old. At 3 years old the difficulties have become chronic and two thirds 
are still problem sleepers at 5 years old. Most of these figures specifically 
relate to night waking, and there are few studies that address the prevalence 
of different aspects of sleep disturbance such as settling difficulties. An 
exception was Hewitt (1993), who estimated that at 9 months of age 
difficulties in settling were present in 22% of children and night waking present 
in 42%.
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These estimates obviously depend on the definition of the sleep problem and 
these are often not well documented or differ widely. They are often based on 
the report of the carers and there are conflicting findings on the reliability of 
carers' reports (Richman et al., 1981; Pollack, 1994). These studies 
suggested that there may be under-reporting. Additionally, cultural and 
economic factors may also affect estimates of prevalence. For example Davis, 
Day, Cutler and Cox (1997) in a survey of a population with a high percentage 
of ethnic minorities and social and economic deprivation, found that there are 
large numbers of children with multiple behavior problems but few families 
ever complained to their family doctors or sought services. This also suggests 
that health workers are ideally placed to offer intervention and support as they 
have systematic contact with carers of young children who might not 
necessarily contact other services. Longitudinal studies are rare (Pollack, 
1994), therefore following the course and prognosis of sleep problems is 
difficult particularly as children lost from the cohort are likely to be those with 
psychological, social, and behavioral problems.
2.2 Association with other behavior problems and family difficulties
Richman (1981) reported that of the 3 year olds in their study with sleep 
difficulties, 45% had behavioral difficulties, which were still present at 8 years. 
40% of these continued to have sleep difficulties. If sleep problems are 
present before 6 months old, children are significantly more likely to have 
problems at 5 years old and at 10 years old. Richman (1981) and Zuckerman 
et al. (1987) suggested that there was a close relationship between disturbed 
sleeping patterns and disruptive or deviant behavior but added caution in that 
it is uncertain whether sleep disturbances are contributory or consequential. 
For example there was no connection at 8 months with other behavior 
problems but at 3 years they were more likely to have temper tantrums and 
other behavior problems. Pollack (1994) reported a long-term association
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between physical, behavioral, and mental development and night waking. 
They suggested that it is linked at 10 years old to certain chronic medical 
conditions and symptoms of emotional stress. However there is no reported 
link to later physical development or intellectual ability. Stores (1996) in a 
review of the literature highlights the links between sleep disorders and child 
and adolescent psychiatric difficulties. He examines the evidence for 
abnormal sleep as a feature of psychological disorder. For example its 
presence in Attention Deficit Hyperactivity Disorder and the problems those 
children with learning difficulties have with sleep.
Lozoff et al. (1985) suggested that sleep disturbances should alert health 
professionals to existence of other more pervasive disturbances in the child 
and its family. Stores (1996) discusses the parental and family factors 
contributing to sleep problems and the effects on the family of sleep 
disturbance. Daws (1989) suggests that a connection between the infants 
sleep problems and the quality of the emotional relationships in the family is 
an important factor. To provide an efficient model of intervention it would 
seem appropriate to work individually with families to address these issues. 
This will be discussed in more detail later. In addition Lozoff et al. (1985) 
reported an incidence of 35% of mothers of children with sleep difficulties who 
are ambivalent towards their children and 19% with symptoms of depression. 
Walters (1993) suggests that carers often attend with a 'hidden agenda' as 
this may be 'a convenient non-stigmatising starting point for seeking help.'
The prevalence of sleep disturbances, and their association with other 
behavioral difficulties and carer and family distress, suggest that these are 
concerns that will present frequently to health visitors and clinical 
psychologists. There is a need to find effective and responsive ways of 
managing the initial difficulties. Clinicians can then help prevent further 
difficulties and promote efficient models of intervention that can respond to the 
likely volume of referrals.
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3. Etiology and models of intervention
3.1 Etiology
The factors precipitating a sleep disturbance may not be the same as those 
maintaining it. For example an infant may have a predisposition against 
returning to sleep easily after waking because of high arousal determined by 
physiological factors or anxiety. Patterns of behavior that are regarded as 
problematic night waking probably result from a combination of complex 
social, psychological and biological factors. This would suggest that a 
combination of approaches, tailored to individual need, would be the best way 
to tackle such difficulties.
3.2 Behavioral model
f ‘
Behavioral approaches favour routine and decisiveness from parents or 
carers as a way of promoting reasonable sleep patterns. Parent's behavior 
has a strong influence on how the child behaves; so by changing the way the 
parent behaves, the sleep behavior of the child can be changed. By helping 
the parents learn about the effect of their behavior this may also influence 
how they approach behavior management in general.
This clinic used a behavioral model based on the approach extensively 
researched and validated by Douglas and Richman (The Sleep Management 
Manual, 1995). They developed methods that could specifically be applied in 
the primary health care setting by health visitors. The individual parent always 
identified the main goal for treatment in that they set the targets and decided 
what constitutes a reasonable sleep pattern. This is also an empowering 
model because parents are setting targets for themselves and being helped to
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reach their own solutions. Richman, Douglas, Hunt, Lansdown, and Levere 
(1985) reported an improvement in sleep difficulties in 33% of children under 
5 treated using these techniques, as well as a generalised improvement in 
other behaviors.
Generally, the behavioral model focuses on the main concern, that of sleep 
disturbance, uses a problem solving approach and enables the carers to learn 
skills that may generalise to the management of other behaviors. A detailed 
initial interview, identifying contingencies between carer and child behavior, 
enable a functional analysis. Sleep diaries, used extensively in the behavioral 
approach have been shown to be accurate tools for use in preparing 
formulations and treatment plans and serve as daily feedback to the parents 
(Minde et al., 1993). They also enable targets to be set through a written 
treatment plan, elements that have been identified as being possibly important 
in successful interventions. Information provided by the sleep diaries and 
gathered prior to the initial assessment aids the functional analysis.
I
However as there are many conditions that need to be met, for example, 
keeping to a rigid routine, it is felt that parents also need encouragement, 
support and positive reinforcement themselves. A sleep problem may also 
reflect differences of opinion between the parents particularly in the area of 
how children should be raised. Individual work with the parents may quickly 
help provide a consistent and firm approach that resolves the sleep problem.
It may also eliminate a source of discord in the relationship and may prevent 
other behavior problems from developing in the future. This is something that 
can be met through the clinic approach as clinicians respond to individual 
need as required.
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3.3 Individual or Family Counseling
Daws (1989) argues that you cannot simply ask a carer to leave a baby to cry, 
as often suggested within a behavioral approach, without considering the 
issues and feelings that arise for the parent and their own experience of 
infancy. It may be particularly difficult to respond to negative signals or 
negative emotions because of painful associations. When a baby cries this 
may remind a parent of his or her own difficulties during childhood. Hence the 
family emotional and psychological atmosphere is considered important in 
that this distress may result in the child not sleeping well.
Reflecting on the child's behavior and family circumstances through individual 
counseling can be enough to help the carer to understand the child's 
responses. Walters (1993) recognised the need to address the parents' 
experience of being parented and separation issues.
Furthermore, an individual approach allows confidential discussion of current 
parental relationship difficulties. These may be a major factor behind sleep 
difficulties and maintain the behavior of a child that, for example, sleeps 
‘unwanted’ in the parent’s bed. It is also particularly helpful in addressing 
confidentially such issues and needs of the single parent that may be 
maintaining a sleep problem. For example the child and parent sleeping 
together due the parents loneliness or the child being allowed to stay up. 
Association with perinatal difficulties (Zuckerman et al., 1987) suggested there 
may be a need for parents to talk over this traumatic experience and to deal 
with outstanding feelings such as anger and guilt.
When families first come for treatment they are often charged with emotion 
and the psychological difficulties associated with sleep deprivation for all the 
family should be considered. Daws feels that people also want to know the 
cause of a problem and it helps to examine the issues of family interaction 
particularly to avoid scapegoating the child. "Even brief work where families
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are really listened to may enable them to feel that something crucial about 
them has been understood. They may then be better able to understand and 
respond to one another," (Daws, 1994).
Although Daws cites many anecdotal examples, counseling alone has had 
mixed outcome measure results. Poor methodology often makes drawing 
conclusions difficult. However, a study by Holden (1994) reported the 
improvement of post-natal depression following non-directive counseling by 
health visitors. This suggests the possibility of trying a similar approach with 
sleep difficulties. It may be that the position of trust and the established 
relationship between parent and health visitor is an important influence in the 
therapeutic process and it's success.
A comparison study did not reveal any differences between a combination of 
an advice booklet plus supportive visits, an advice booklet alone and no 
treatment (Scott and Richards, 1990). However the measure they used to 
measure mother's feelings (the General Health Questionnaire 28, Goldberg 
and Williams, 1991) may not have been a true reflection of improved feelings. 
The GHQ28 is not designed specifically for this purpose.
3.4 Drug therapy
Findings from various studies suggest that any improvements using 
medication may be slight and time-limited, and sometimes even deleterious in 
effect (Richman et al., 1985). Where problems are severe and parent’s mood 
and physical health is poor it may be helpful to use medication to provide a 
few nights of rest before work begins on changing behavior (Stores, 1996).
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3.5 Definitions of sleep disturbances
Comparison between studies of the estimates of prevalence and treatment of 
sleep disturbances will only be truly possible if there are similar definitions of 
the problem. Those using strict behavioral intervention (for example Richman, 
1981) define with strict parameters. For example a severe waking problem 
exists if it has persisted for more than 3 months and the child is waking on 5 
or more nights. The child also had to be either waking at least 3 times per 
night or waking for more than 20 minutes per night or going into the parent’s 
bed. Lozoff (,1985) defined a problem as existing if night waking involves 
parents or bedtime struggles occur 3 or more times per week for a month 
preceding the interview. This allowed for less severe difficulties to be 
included. Zuckerman et al. (1987) recognised a problem when an infant takes 
more than an hour to go back to sleep or wakes 3 or more times per night or 
where there is any problem causing disruption to the mother's sleep. This 
allows for an evaluation of the infant-mother relationship.
Providing an accessible service makes necessary a broad definition hence 
results from this evaluation will not be comparable to these studies. Sleep 
disturbances accepted as referrals to the clinic included nightmares, night 
terrors, sleepwalking and talking, head- banging, rocking and other habits as 
well as settling problems and sleep disruptions. Parents often feel there is a 
problem when a baby's reason for waking is not understood, when the 
parents feel that it is unreasonable or when an apparent problem has passed 
but the baby continues to wake out of habit. Thus the frequency of waking 
alone is not enough of a definition but the conflict and distress must be 
considered as part of the equation. This is reflected in research findings that 
concluded that parents who reported their children as being good sleepers 
were less accurate in reporting their children's waking and that their children 
woke just as frequently as 'bad' sleepers (Minde et al., 1993). Parents are 
always influenced by the feelings that they have when their own sleep is 
disturbed. A child's sleeplessness may not necessarily be regarded as a
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problem by parents but rather it is the associated factors such length of time 
and frequency, the quality of the child- parent relationship, the presence of 
other stresses in a family, the parental mood or mental health, among others.
The clinic took a broad definition of sleep disturbance so that the treatment 
was available to parents with real or perceived difficulties. As there was not a 
tight definition suggesting a tight model of intervention, a model allowing an 
individually tailored approach was indicated.
In summary a baby's ability to sleep is coloured by his parents own 
experience, as well as their perception of the whole question of sleep and 
what is expected, current family stresses, biological and physiological 
influences. This multitude of factors and influences points towards the use of 
a sleep clinic to provide intervention. The rationale is outlined below in greater 
detail.
4. Organising and structuring the clinic
Following the initial contact by the health visitors, a meeting was arranged to 
discuss the possible models of providing a service to carers who were 
concerned about their children's sleep behavior. Although group work was 
considered, the following sections detail the reasons for deciding upon setting 
up a sleep clinic.
4.1. Rationale
Roberts (1993) reported 84% success rate for a sleep clinic. Karvol 
sponsored a series of workshops on sleep clinics in order to encourage 
provision of this type of service. Feedback from the clinics suggested that they 
have been successful in reducing the referral rate to clinical psychologists.
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Generally sleep clinics would seem to be an appropriate point in service 
provision at which psychologists can offer proactive intervention in the form of 
support, training and supervision for health visitors. The following details the 
rationale more explicitly.
4.1.1. Providing information
The clinician can answer individual questions and help allay anxieties about 
the infant's health and well being, addressing questions that parents may not 
ask in a group for fear of embarrassment. Through individual discussion one 
can sensitively address lack of experience and facilitate individual change.
4.1.2 Taiiored to individual need
The clinician can examine parent’s responses to the child in an individual way 
to ensure a valid functional analysis that is not based on generalisation and 
takes into account the individual parent-child interaction and relationship. 
Individual factors include: ^
• Variable sleep patterns and sleep needs.
• Different beliefs about reasonable behavior. For example opinions differ in 
the area of children sleeping in parent's beds.
• Variable individual temperament (child).
There is also conflicting evidence even within behavioral approaches as to the 
best form of intervention. For example, there is disagreement as to the best 
responses in particular situations, including how to respond to a crying baby 
and how to decrease crying. This lack of agreement may reflect the variable 
etiology, children's individual differences and needs, and extraneous carer 
and family influences. It therefore seems sensible to approach intervention on 
an individual basis. Cultural influences can also be more easily taken into 
consideration. For example, in many cultures it is normal practice for the
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whole family to sleep together, something that is often considered undesirable 
in many western cultures (although this is also changing).
4 .1.3 Encouraging openness whilst ensuring confidentiality
An individual approach allows confidential discussion of relationship 
difficulties between carers, which can be a major factor behind sleep 
difficulties. This may not be possible within a group setting.
4.1.4 Treating the family - systemic influences
Sleep disturbances may indicate family dysfunction and systemic thinking can 
be useful in formulating an understanding of a problem. This means that 
consideration needs to be given to the roles of all family members something 
that may only be possible through a clinic that enables attendance of the 
whole family. This also takes into account the needs of the whole family and 
how the problem is affecting them. Knowledge of the home situation also 
enables the preparation of p more realistic intervention plan (for example can 
a child be left to cry when he or she shares a room with other siblings).
4.1.5 Time commitment
Attendance at individual appointments requires less of a time commitment 
when compared to a group as well as being less rigid in attendance 
expectations. It was felt that this would decrease the dropout rate associated 
with group work. The time commitment would also be less for the clinicians. 
Preston (1996) suggested that the average number of sessions needed was 
3. This compared favourably with sleep groups. Roberts (1993) reported an 
average of only two appointments. Daws (1989) reported the need for only 2 
or 3 sessions to encourage sufficient change, although it should be noted that 
she is an experienced psychotherapist. Counseling was provided to families in 
the Minde et al. (1993) study. They reported that 83% of clients improved.
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with symptom improvement after 4 weeks of treatment. The average number 
of sessions needed was 4.2.
4.1.6 Flexibility
Attendance at the clinic is not required on a weekly basis and appointment 
times can be flexible to allow for carer’s routine and need.
4.1.7 Immediate response to client need
Groups usually require an initial individual screening interview. Using the 
sleep clinic approach a formulation can be made and targets for initial change 
can be set within this time framework. This provides a much more immediate 
response to client need. Length of waiting time should also be decreased, as 
there is no need to wait until the next group begins; clients being fitted into the 
next available appointment. If demand is great it may also be possible to ask 
a colleague to perform some initial interviews on a one-off basis, thus 
continuing to offer a quick response which may affect outcome.
4.1.8 Uncertain etiology
As outlined in section 3.1, there is little agreement in the literature as to the 
etiology of sleep disturbances. If etiology is multifactorial it is very difficult to 
provide a treatment to a group of people. There may be many different factors 
affecting the cause and maintenance of a sleep disturbance. This is turn may 
require many different, individually tailored approaches to management.
4.1.9 Further practical considerations
The following practical considerations were also noted.
• Attendance at a sleep clinic eradicates the need for childcare provision, so 
often the reason behind drop out from groups.
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• The opportunity (similar to using group intervention) to base work in a clinic 
rather than in the clients own home is an advantage for the health visitors. 
They can provide a more structured intervention, offer a time-limited 
intervention, and test commitment to the treatment programme.
• Normal consulting rooms can be used as opposed to the need for a large 
group room not always available in local health centres.
4.1.10 Training
The planning and delivering of the clinic in conjunction with clinical psychology 
services enabled the health visitors to gain detailed expertise in the 
assessment and treatment of sleep difficulties. Details of training are provided 
below in section 4.3. The psychologist was able to communicate detailed 
skills in short space of time thus maximising the use of limited psychology 
resources by sharing psychological skills. This type of support provided to 
health visitors is thought to prevent the development of chronic sleep 
problems and other associated difficulties that may later require referral on to 
secondary level psychological services (Hewitt, 1990). Bowler and Watson 
(1984), for example, found that health visitors reported an increased tendency 
to deal with behavioral difficulties following a workshop on behavioral 
methods, including on the treatment of sleep difficulties. Nevertheless this 
was not independently verified and few studies address this because it is 
difficult to measure. Wilson (1995) made an attempt through the analysis of 
withdrawals from the waiting list of the secondary service. She reported that 
by offering training and consultation for a range of behavioral problems, 
psychologists can not only screen referrals but also support health visitors in 
their work with the families whilst they are on waiting lists. This may even 
alleviate the problems and lead to withdrawal of referrals.
Measuring wider service or system outcome measures generally require long­
term controlled follow up and may not be ethically or practically viable. This 
was also not possible within the remit of this evaluation.
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4.2 Aims of the clinic and methods of evaluation
The rationale considered above indicated a number of aims for the service. 
The major aim of the service was to provide individually tailored programmes 
for the treatment of children’s sleep disturbances, using a behavioral 
approach to management based on the Sleep Management Manual (Richman 
and Douglas, 1985). Each carer or family would decide the long-term goal of 
each programme. This aim can be broken down into a number of constituent 
aims and these are outlined in Table 1. The method of evaluation for each aim 
is also listed although each aimed was not necessarily evaluated in this study.
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4.3 Model of intervention
The clinic used behavioral interventions (Richman, 1985) combined with a 
problem solving counseling approach. The clinicians assessed the presenting 
problem using behavioral theory. Information was gathered using a 
standardized interview (appendix 7), an information questionnaire (appendix
3) and sleep diaries (appendix 6). Carers’ own treatment goals were identified 
during the assessment process; the formulation and treatment plans were 
then based on these goals. Intermediate treatment goals were set at each 
appointment and recorded using a task form (appendix 8) which also gave 
information on the actions required of the carer. The types of intervention 
used were similar to those outlined by Bartlett and Beaumont (1998); a 
combination of cueing, graded change and extinction. Advice on ‘sleep 
hygiene’ was also given (Stores, 1996).
During assessment and treatment appointments, clinicians adopted a problem 
solving approach, helping carers identify difficulties and solutions. They 
played particular attention to relationship and family stresses that may be 
contributing or maintaining the sleep difficulties.
An established model of learning; theory, model, practise with feedback and 
supervision, was used (Douglas, 1990) in order to provide 3 health visitors 
with skills in behavioral interventions, a problem-solving approach and basic 
counseling skills. Training was provided in assessment, formulation and 
treatment using a behavioral model. Additional skills in engaging clients, 
listening and problem solving counselling were taught. The training package 
provided by Karvo/was used alongside didactic methods, role-play, modelling 
and direct observation of health visitors interactions with clients. Feedback on 
skill acquisition was given during individual supervision.
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4.4 Evaluation Measures
The aims and their evaluation suggested that there were a number of 
measures that needed to be developed. These are outlined below.
1. Service user satisfaction
Carers were asked to complete an evaluation questionnaire (Appendix 1) 
following their last visit to the clinic. This ad hoc rating scale, based on a 
questionnaire used by Szyndler and Bell (1992), was developed to help 
evaluate client's satisfaction with the clinic and to provide feedback in specific 
areas felt to be important in the service model. Through the analysis of this 
questionnaire it was hoped to identify and confirm the aspects of the individual 
approach that were felt to be important. The scale was confidential, being 
marked only with a code for linking with other measures. However, it was 
handed back to the health visitor whose intervention was being evaluated and 
answers may have been biased in the positive direction as a result, if clients 
dropped out unexpectedly they were sent the questionnaire and provided with
f ■
a stamped addressed envelope to try to ensure its return.
2. The Health Visitors experience
Health visitors were interviewed 3 months after the beginning of the clinic (six 
months after the commencement of the project). They were asked about their 
evaluation of learning process and their experience of service delivery. The 6 
month interview consisted of open-ended questions asking the Health Visitors 
to talk about their experiences. Interviews were recorded verbatim and the 
content scanned for positive and negative comments.
3. Sleep Clinic Information Questionnaire (Appendix 2)
This Questionnaire was developed from a questionnaire originally used by 
Szyndler and Bell (1992) and based on a questionnaire reported by Richman
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et al. (1985). This allowed direct comparison with a sleep group evaluation. 
The questionnaire aimed to measure:
• Carer's perception of their difficulties
• Measures of the child's sleep behavior
- how many nights the child woke during the previous week
- how many times they woke each of these nights
- how long it takes to settle the child
- how many times the child slept in the carer's bed
This questionnaire allowed the measurement of changes in levels of stress, 
improving family relationships and monitored movement towards the stated 
goals of clients. Although not differentiated in this study it also allows for an 
estimate of severity based on Richman et al's (1981) definition.
The questionnaire was given to the carers on arrival at the clinic and they 
were asked to fill it in whilst they were waiting and hand it to the health visitor 
whom they were seeing. It was also administered at the last appointment. 
Unfortunately, as the completion of the questionnaire was not over seen, 
some of the questionnaires were not fully completed and this meant that a 
number of them could not be used in the evaluation. However, it is hoped that 
this lack of supervision produced answers less affected by social desirability 
influences.
4.4 Clinic Procedures
Planning for the clinic was carried out over four meetings between the main 
health visitors and the clinical psychologist. The health visitors manned the 
clinic and the psychologist supervised their work. As part of the training 
programme the psychologist also carried out an assessment for each health 
visit to observe (4 altogether). This meant a total of 18 hours was spent in
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preparation, including 6 hours of training. The following details the procedures 
developed for the running of the clinic.
4.4.1 Referral
One month before the clinic was due to begin, a letter was circulated to health 
visitors and general practitioners in the area inviting them to make referrals to 
the sleep clinic. Referral forms, designed specifically for the clinic (appendix
4), were circulated with this letter. Health visitors referring to the clinic were 
asked to seek approval from the relevant GP.
4.6.2 Procedure following referral
Figure 1 describes the procedure for dealing with referrals and subsequent 
actions. Its explicit nature allowed other health visitors to join the clinic, both 
as relief workers and for training purposes. The Procedure Checklist and 
Audit form (Appendix 3) was developed to monitor basic information required 
to measure the administrative outcomes. By standardising information 
gathering in this way it was hoped that this information would be gathered 
automatically and without difficulty.
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Figure 1. Sleep Clinic Procedure
1. Upon receiving a referral
a) ensure the referral form is completed, including GP permission and the 
date the referral was received.
b) send an appointment for the next available assessment appointment slot 
and two sleep diary sheets to the client (appendix 5 & 6)
c) prepare a file for the client using the Procedure Checklist & Audit form 
(appendix 3)
d) fill in information on the Procedure Checklist & Audit form
2. Initial assessment appointment
a) on arrival ask the client to fill in the Sleep Clinic Information Questionnaire 
(appendix 2).
b) use the appointment to fill in the Assessment Questionnaire (appendix 7)
c) Decide treatment goals with the client and set tasks to be worked on before 
the next appointment. Keep a record of the tasks set using the Sleep Clinic 
Task Form (appendix 8). Give a copy to the client.
3. Discharge
a) at the end of the last appointment ask the client to fill in the Sleep Clinic 
Information Questionnaire and the Evaluation Questionnaire (appendices 2 
and 1).
b) complete the Procedure Checklist & Audit form (appendix 3)
c) complete the Progress & Discharge form (appendix 9) and send copies to 
the referrer and GP or health visitor. Keep a copy for the file.
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4.5 Criteria for inclusion
It was aimed to make the clinic as inclusive and open as possible although it 
was decided to put a limit on the age group of referrals accepted. Clinical 
experience suggested that by about 9 months the majority of infants are 
having a long uninterrupted sleep during the night. Therefore it seemed 
appropriate to accept that difficulties may be present after this. Prevalence 
data cited earlier suggested that more than 20% of children will still be waking 
regularly at 1 year. It was also felt that carer’s own health visitors would 
probably be able to deal with sleep difficulties in young babies, particularly 
within the context of helping new parents with parenting skills. The clinic was 
aiming to offer a more specialized intervention that should be available when 
initial parent training appeared unsuccessful.
An upper limit was also set as it seems that very long standing difficulties 
possibly suggest greater family distress and a more complicated picture that 
requires a different level of ^ approach than that available through a clinic such 
as this one. Hence a lower limit often months was set and an upper limit of 5 
years.
4.6 Organizational Issues
The project was agreed in advance with direct line managers. However it was 
necessary to consider possible sources of funding for the psychologist's time 
in particular. Originally it was hoped to obtain GP funding for the initial 
assessment appointment in order to fund the initial set-up costs of the clinic. 
Health Visitor management felt, however, that as we were trying to market a 
new service that it might be better to provide the initial hours necessary for 
training and supervision without commitment of resources from GPs. This 
unfortunately limited the time available for direct supervision and observation
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of the health visitors during clinical interviews. It also meant that the 
psychologist was not available on a weekly basis for consultation and support 
after the first three months. This coincided with the period when the health 
visitors were under the greatest amount of pressure due to staff shortages, 
and found that they had to limit the number of referrals accepted in order not 
to be overwhelmed. The number of clients seen and therefore the number of 
subjects in this evaluation were obviously limited.
5. Results
5.1 Description of the subjects and their difficulties
The evaluation recorded data on a total of 24 clients that two of the health 
visitors, who were running the clinic, saw over a period of 6 months. If the 
clinician was unable to ask the client to fill in the questionnaires, for example if 
the parent phoned up to say that all was well and that they required no further 
appointments, they were sent the questionnaires together with a stamped 
address envelope to ensure their return. This enabled pre and post treatment 
data to be collected on a total of 16 clients.
The type of problems referred to the clinic were similar to the type of 
difficulties presented to Robert's clinic (Roberts, 1993). Nineteen of the 24 
children referred to the clinic were difficult to settle and night wakers and 3 
were night wakers only (this data was missing on 2 children, as they did not 
attend the initial assessment). Two of the children who attended appointments 
were referred on for further assessment or treatment and 1 child was referred 
to the referrer due to a skin problem. Sixteen of the children were the first 
baby in the family (10 of these being the only child) and 21 had both parents 
at home, 2 had single parents and 1 had parents that were separated.
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Thirteen were boys and 11 were girls. Ten were under 2 years old. Table 2 
presents comparison figures from Roberts (1993).
On the whole the populations were fairly similar and this allows further 
comparison of the results (discussed later). A difference of note is the higher 
percentage of children that were older than two years old perhaps suggesting 
that the type of problems presented at this clinic may have been more 
entrenched.
Table 2 Comparison figures for the populations presenting at the sleep 
clinic and at the sleep clinic reported in Roberts (1993)
Study Roberts 1993 
(n = 88)
Type of difficulties (n=22)^
Difficult to settle & night wakers 87.5% (19) 83%
Difficult to settle only 0 4%
Night wakers only 12.5% (3) 13%
Outcome (n=16)^
Referred on 6.3% (1 child) 1%
Referred back to Health Visitor 6.3% (1 child) 7%
Difficulties resolved 87.5% (14) 84%
Client information (n=24)^
Boys 54.2% (13) 58%
Girls 45.8% (11) 42%
First baby 67% (16) 52.2%
Under 2 years 41.67% (10) 71.5%
Both parents at home 87.5% (21) 91%
Single parent 8.3% (2) 8%
Parents separated 4.2% (1) 1%
Note: The categories of presented information were matched to those used by 
Roberts (1993).
^Sleep Questionnaires were completed pre-clinic by 22 clients, 6 of whom did 
not complete treatment, leaving 16 with outcome data .^
^This information was available from Health Visitor records the collection of 
which did not require the clients to attend.
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5.2 Administrative Outcomes
The drop out rate was 33% in that 8 of the 24 families failed to attend either 
their first (assessment) or second appointment. Two of these were 
complicated child protection cases. As the clinic did not operate a selection 
policy, for example, excluding parents with mental health difficulties as do 
most sleep groups, this compares favourably with sleep groups which often 
have drop-out rates of up to 50% (Holroyd, unpublished) and for out patient 
appointments which is often around 33% (Keen and Peaker, 1996). Other 
sleep clinics have reported a dropout rate of 29% (Roberts, 1993).
Seven out of 16 families (60%) people attended the clinic for 4 or less 
appointments, which translates to 2 and a half hours of a clinician's time 
(calculated by allowing 1 hour for the initial assessment and half an hour for 
follow-ups). As the health visitors became more experienced and sure of their 
skills (changes observed by the clinical psychologist) these times diminished 
(later referrals appeared to require fewer appointments). The number of 
appointments will probably also diminish, as the clinicians become more 
experienced at formulating and planning treatment. This compared with 
Roberts (1993) who reported that 58% resolved within 3 contacts as 
measured over a 2 year period of their clinic.
Two thirds of the families referred were offered an appointment within 2 
weeks of the referral being received. We felt this to be an acceptable standard 
and fell within our original target. It suggests that the model of intervention is 
efficient in meeting this need and therefore should be acceptable to health 
purchasers as a model of service delivery. It also compares favourably with 
the time required to deliver a service using the group model, particularly when 
it is necessary to have an initial screening appointment that adds to total 
treatment time. Table 3 details the summary statistics for waiting times, 
number of weeks attended and number of hours attended.
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Table 3 Administrative data
mean median
Waiting time (weeks) 2.25 2
Attendance (weeks) 3.46 4
Attendance (hours) 2.35 2.5
5.3 Analysis of Sleep Information Questionnaire
Using a 2-taiied paired T-test the differences between the pre-clinic and post­
clinic responses to this questionnaire were examined (appendix 10). The 
analysis was carried out for the cases with complete pre- and post-clinic data 
(n=16). Only 16 cases were included in the analysis as 8 cases had either not 
attended the first appointment or not attended a second appointment; post 
clinic data was therefore not available. The results were significant for all 
questions at a 5% significance level (d.f. =15) suggesting that the intervention 
may have contributed to a positive effect on all the dimensions measured. 
Thus, post clinic, sleep became less of a focus of worries in these families, 
people felt that they were coping better and were less stressed, the child was 
less irritable and relationships between the parent and the child and between 
the parents had improved.
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Table 4 Summary of results of the Sleep Information Questionnaire
Q1 Q2 Q3 04 05 06 07 08 09 O10
Pre-clinic n=16
mean 3.4 3.3 3.9 3.3 3.2 2.7 5.8 2.1 2.6 3.6
median 3.5 3 4 3.5 3 2 7 2 2 3
range 1 to 1 to 2 to 1 to 1 to 1 to 2 to 1 to 1 to 4 0to7
mmm 5 5 5 5 iS ils i 3
Post-clinic n=16
mean 2.1 1.6 1.8 1.8 1.7 1.3 1.1 1.7 0.8
median 2 1 2 1 1.5 1 2.5 1 1.5 0
range 1 to 1 to 1 to 1 to 1 to 1 to 1 to 0 to 1 to 3 Oto7
5 4 4 4 4 2 7 3
Notes
Q1 How worried are you... (1=not worried at all, 5=very worried)
Q2 How well are you coping....(1=coping well, 5=not coping at all)
Q3 How stressed are you...(1=not stressed at all, 5=very stressed
04 How irritable & cross ...(1=not at all, 5=extremely irritable)
05 Strain in the marital relationship (1=not at al, 5=great strain)
06 Strain in relationship with child (1=not at all, 5=great strain)
07 No, of nights that woke last week
08 No. of times that woke per night (1=once, 2=twice, 3=3-4, 4=5 or more)
09 Length of time to settle (1= <15 mins, 2=15-30 mins, 3=30-60 mins, 4= >60 mins)
010 No. of nights in parents bed last week
Analysis of the more objective measures (albeit based on self-report of 
parents - see Pollack, 1994) of the difficulties (questions 7 to 10) also 
produced significant result^ suggesting an improvement possibly attributable 
to the intervention. As noted previously, 19 of the children were difficult to 
settle and night wakers and 3 were night wakers only. Of the 16 who 
completed treatment, 15 decreased the amount of time taken to settle their 
children. Although 4 of the children continued to wake every night, all of these 
were experiencing fewer wakings each night. The number of nights that 
children were waking reduced from an average of 5.5 (median = 7), to 3 times 
per week (range = 0-7, median = 2.5). If they did wake children were waking 
just once a night as opposed to twice a night prior to the clinic.
Settling times were also reduced. Analysis of the pre-clinic questionnaires 
suggested that 11 of the carers were taking more than 30 minutes to settle 
their children, with 5 taking over an hour. Post clinic these figures showed an 
improvement with 3 (of the 16 who completed post treatment questionnaires) 
taking between 30 and 60 minutes and nobody taking longer than this. Eight
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were taking less than 15 minutes to settle their children. 68% of parents were 
concerned pre-clinic about their child coming into their beds. This showed a 
91% improvement after treatment. Prior to the clinic children spent an average 
of 3.2 nights per week in their parent's bed (range 0-7, median = 2.5) which 
reduced to an average of 0.9 after intervention (range 0-7, median = 0). One 
child continued to sleep every night in their mother's bed and this was 
acceptable to the parent. A summary of the responses to this questionnaire is 
presented in table 4.
Of the sixteen who completed treatment, 14 (87.5%) were resolved. This was 
defined by the clinician and the parent deciding together to terminate 
treatment. This compares to a success rate of 84% for the clinic results 
presented by Roberts (1993) although she did not define 'success'. Overall 
the more objective measures suggested a movement in the right direction 
even if the difficulties were not completely resolved. This conforms with the 
objective of empowering parents and providing them with some insight into 
their difficulties.
r
5.4 Service User Evaluation
Table 5 presents the mean rating and the range of ratings on each of the five 
questions.
Table 5 Summary of User Evaluation Responses
Question Average
ratings
mean median
1 found the practical information given about managing sleep 
(1=unhelpful, 5=helpful)
4.4 5
1 found having individual appointments & advice 
(1=extremely unhelpful, 5=extremely helpful)
4.5 5
It was easy to attend the clinic weekly (1=totally disagree, 
5=totally agree)
4.3 4
1 would have liked the chance to talk with other parents & share 
ideas (1=totally disagree, 5=totally agree)
2.9 3
Overall satisfaction (1=very unsatisfied, 5=very satisfied) 4.4 5
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The ratings presented a picture of satisfaction with the clinic approach. They 
also suggested that some carers would also like the opportunity to talk with 
other parents which may indicate the need to provide some sort of group 
support. Carers were not required to write their names on the questionnaire 
so a degree of anonymity was achieved. However the effect of social 
desirability on the responses must not be discounted.
5.5 Feedback form the Health Visitors
Appendix 11 presents the positive and negative comments from the six-month 
review (6 months after the start of the project, 3 months after starting the 
clinic). This section summarizes these comments, as well as placing them 
within the context of events surrounding the clinic.
The organization and weekly running of the clinic received mostly positive 
comments and the health visitors found it a positive experience. At 3 months 
they had become more experienced at formulating and planning clinical 
interventions and their confidence had grown. At this stage they felt the clinic 
had gathered momentum and that they could handle more referrals.
They enjoyed the opportunity to learn a new model of working and styles of 
intervention, including working individually with parents in a structured setting 
and in a therapeutic relationship. They gained much reward from seeing 
systematic improvements for the families and from the feedback they gained 
from reviewing the evaluation forms. They also felt that they could deal with a 
wide range of degrees of severity of sleep disturbances and felt able to offer a 
service to all clients and their carers including a range of intellectual ability in 
parents.
The amount of paperwork was not seen as a problem as it actually helped the 
health visitors to feel more confident and assist in structuring assessment and
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intervention. Having clear procedures also helped in the process of involving 
other health visitors.
The reaction of other health visitors was also very positive. Three others 
joined the clinic at various times for training, and their feedback on the 
continuing progress of their clients who had attended the clinic was 
encouraging.
The only negative note was the difficulties and the pressures of the health 
visitors' service as a whole that made commitment to the clinic difficult at 
times. Due to a staff shortage both of the health visitors in this study were 
covering two caseloads during at least half the time of this evaluation. They 
continued to see the development of the clinic as a priority but at times felt 
frustrated as they could not commit themselves to the development, as they 
would have liked.
5.6 Evaluation of the aims of the clinic
f '
The following summarizes some of the results already reported, but puts them 
into the context of the aims of the clinic listed in Table 1.
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6. Discussion
Results suggested that the intervention delivered through the clinic model was 
a contributing factor in the improvement of the reported sleep disturbances, 
the levels of stress and worry in families, and the relationships within families. 
It may be that the individual, supportive and problem-solving counseling 
available was helpful in reducing levels of distress and caused less of a focus 
on sleep disturbances. This in turn may have resulted in an under-reporting of 
nighttime waking, etc.. However the reduction in the number of nights children 
were sleeping in their parent's bed, perhaps the most objective measure of 
sleep difficulties when defined a problem by parents, improved considerably. 
This suggested that the intervention was directly helpful in reducing these 
concerns.
The importance of the relationship established between the carers and the 
health visitor should not be underestimated in its influence in establishing trust 
and empathy. It is felt that Aie health visitors' greater understanding of the 
importance of this relationship and their better understanding of establishing a 
relationship was fundamental in the success of their interventions. The data 
has no way of supporting this other than to cite the positive results from the 
service user evaluation and the Sleep Clinic Questionnaire.
6.1 Comparison with a group intervention
The results were compared to the results from the sleep group run by 
Szyndler and Bell (1992) and the mean comparisons are presented in table 7 
below. Szyndler and Bell had a total of 25 respondents and took referrals from 
health visitors, GPs and from parents themselves, suggesting a similar type 
and range of difficulties.
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Table 7 Responses to the Sleep Information Questionnaire: a before and 
after comparison using group (Szyndler and Bell 1992) and clinic 
(present evaluation) models of intervention.
Question Group (n=25) Clinic (n=16)
(1=difficulties, 5=no difficulties) before after before after
Sleep is a major issue in our lives at the 
moment (mean ratings)
1.8 3.1 1.6 2.9
We are coping well with the sleep 
problems (mean ratings)
3.2 1.9 3.3 1.6
We are under considerable stress due 
to our child not sleeping
2.2 4.0 1 3.3
My child is irritable & cross because of 
not sleeping (mean ratings)
3.5 4.2 1.8 3.2
My child not sleeping is causing tension 
with my partner (mean ratings)
2.5 3.7 1.8 3.3
Strain in the relationship with the child 
(mean ratings)
2.4 4.2 2.3 3.7
Waking (mean no. of nights per week) 6-7 1-2 7 2.5
Wakings per night 3-4 1-2 2 1
Settling time (mean no. of minutes) 30-60 >30 <15
In parents bed 19%
4 /week
64%
in own 
bed
40%
4/week
75%
in own 
bed
Note. The direction of the ratings in this study was reversed for comparison with Szyndler and Bell (1992).
There seems to have been about the same degree of concern surrounding 
the problem both before and after for both groups of parents, and similar 
stresses and levels in perceived coping. The parents attending the clinic rated 
themselves as more stressed but the levels of reduction of stress were similar 
for both groups. This was similar for the irritability rating of the children in that 
the parents attending the clinic thought their children were more irritable than 
the parents attending the group. There were similar improvements in both 
sets of ratings. This may be a reflection of the screening differences in that 
the criteria for the clinic meant that parents with mental health difficulties were 
not excluded. This is a group of parents that may well have had greater levels 
of stress and relationship difficulties. This is also reflected in the comparison 
of strain in the relationships between spouses.
A comparison of the scores for questions 7 to 10 suggested that the level of 
severity of the sleep disturbances was greater for the group attending the
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clinic. Settling times and sleeping in the parents’ bed were more severe. The 
clinic appears to have been as effective in reducing these difficulties, and 
notably more effective in reducing sleeping in the parents’ bed, which is 
considered to be the most objective measure.
6.2 General Comments
A combination of behavioral techniques and problem solving approach, 
alongside the beneficial effects of a therapeutic relationship seem to have 
produced real positive change in the client's concerns. In addition the 
approach meets the organizational demands, enabling an effective and cost- 
efficient approach to sleep difficulties. Clinical psychologists and health 
visitors are increasingly asked to justify the cost of a service, and demonstrate 
its effectiveness: sleep clinics appear to meet service purchaser requirements 
in this way.
The clinic approach also allowed for the effective use of psychology time and 
enabled good collaborative work. The health visitors and the psychologist 
involved found the clinic a rewarding experience and envisaged extending the 
model of service provision to other regularly presenting parent-child difficulties 
(post-natal depression for example).
In conclusion, sleep clinics, which offer more flexibility, appear to be at least 
as effective as groups in the treatment of sleep difficulties in young children. 
They facilitate joint working between professionals with different skills and the 
co-ordination of specialized intervention for clients.
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6.3 Future Research
Further evaluation could compare the range of problem severity addressed by 
the sleep clinic. For example, can the clinic approach address more severe 
sleep disturbances defined using the composite sleep score developed by 
Richman et al. (1985) using sleep diaries? Calculating severity would have 
been a good indicator of the type and range of referrals accepted and dealt 
with thus revealing the greater (or lesser) adaptability of a clinic approach 
compared with a group intervention.
A controlled comparison of the different treatment models would also help 
develop the service model most suited to parent need and most beneficial in 
terms of outcome. For any treatment method a definition of 'success' would 
have to be clearly defined and an observable end of treatment identified for 
each type of treatment. Ethical limitations obviously preclude comparing 
treatment models against a ‘no treatment’ control group and different 
therapists may confound results (if it is argued for one type of therapy or the
f  ‘
other). It would be necessary for therapists to run groups and clinics and 
comparisons made for each therapist’s intervention. Drop out data is also 
significant and reasons for non-attendance need to be ascertained. This 
information is extremely important in running services that meet service user 
needs. There was some indication that parents would enjoy the opportunity to 
talk with other parents but it may be that providing this in an informal way (e.g. 
self-help) would be as beneficial as through regular clinician facilitated group 
sessions.
Longitudinal follow up to monitor a continuing non-occurrence of the 
difficulties and the hypothesised decline in associated behavioral difficulties 
would help establish the benefits of early intervention at the primary health 
care level. An associated long-term monitoring of the rate of referral to 
secondary services or to clinical psychologists would demonstrate the need
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for psychologists to target intervention in the form of consultation and training 
at this preventative level.
An evaluation of the training model and professional development for the 
health visitors through the assessment of the acquisition of new skills as used 
by Milne and Trueman (1986) would also be of interest. This would perhaps 
lend support to the long-term investment of psychology resources at the 
primary care level, particularly if reinforced by the reduction of referrals to 
secondary services. Recent work on the parent advisor model (Davis and 
Spurr, 1998) is an example of training of health visitors that is showing 
positive results in the area of offering individual intervention to parents.
144
7. References
Bartlett, L. And Beaumont, J. (1998) Treating the sleep disorders of children 
with disabilities and illness: a one-year project. Clinical Child Psychology and 
Psychiatry, 3(4), 591-612.
Bowler, J.F. and Watson, P.L. (1984). A child behavior workshop. Health 
Visitor, 57, 302-303.
Daws, D. (1989). Through the Night, London, Free Association Books.
Davis, H., Day, C., Cutler, L. and Cox, A. (1997). Child and adolescent mental 
health needs in an inner city area. Manuscript in preparation.
Davis, H. and Spurr, P. (1998). Parent Counselling: an evaluation of a 
community child mental health service. Journal of Child Psychology and 
Psychiatry 39{3), 365-376.
Douglas, J. (1990). Frameworks for providing in-service training for health 
visitors in behavioral treatment techniques. In Stevenson, J. Health visitor 
based services for pre-school children with behavior problems. ACPP 
Occasional papers No.2.
Douglas, J. and Richman, N. (1984). My Child Won't Sleep. London, Penguin.
Douglas, J. and Richman, N. (1985). Sleep Management Manual. Great 
Ormond Street Hospital.
Ferber, R. (1985). Solve your Child's Sleep Problems. London, Dorling 
Kindersley Publishers Limited.
145
Goldberg, D. and Williams, P. (1991). A UseTs Guide to the General Health 
Questionnaire. Windsor, Great Britain: NFER-NELSON.
Golding, J., and Fedrick, A. (1986). Infant Sleeping Difficulties and 
subsequent development. Health Visitor, 59, 245-246.
Hewitt, K. (1985). Behavioral approaches to sleeplessness in children with 
severe learning difficulties. Mental Handicap, 13, 112-114.
Hewitt, K. (1990). Prevention of behavior problems by health visitors. In 
Stevenson, J. Health visitor based services for pre-school children with 
behavior problems. ACPP Occasional papers No.2, pp 14-19.
Hewitt, K., (1996). Sleep Talk. Karvol Sleep Management Service, c/o Keene 
Communications Ltd., 37, Golden Square, London W1R 4AH.
Holden, J, (1994) Can nonpsychotic depression be prevented? Use and
f
misuse of the Edinburgh Postnatal Depression Scale in J.Cox and J.Holden 
(eds.) Perinatal Psychiatry.
Keen, A. and Peaker, A. (1996). The effects on non-attendance and early 
discontinuation of enclosing an information leaflet to prospective clients for 
clinical psychology. Clinical Psychology Forum, 96, October, 33-35.
Lozoff, B. (1985). Sleep problems in pediatric practice. Pediatrics, 75, 477- 
483.
Milne, D. and Trueman, J. (1986). Assessing the value of professional 
development for health visitors and their clients. Health Visitor, 59, 385-387.
146
Minde, K., Popiel, K., Leos, N., Falkner, S., Parker, K., and Handley-Derry, M. 
(1993). The Evaluation and Treatment of Sleep Disturbances in Young 
Children. Journal of Child Psychology and Psychiatry, 34, 4, 521-533.
Preston, C. (1996). Sleep Talk. Karvol Sleep Management Service, c/o Keene 
Communications Ltd., 37, Golden Square, London W1R 4AH.
Pollack, J.L. (1994). Night-waking at Five Years of Age: Predictors and 
Prognosis. Journal of Child Psychology and Psychiatry, 35, 4, 699-708.
Richman, N. (1981). A Community survey of characteristics of one- to two- 
year olds with sleep disruptions. Journal of the American Academy of Child 
Psychiatry, 20, 281-91.
Richman, N., Douglas, J., Hunt, H., Lansdown, R., and Levere, R. (1985). 
Behavioral Methods in the Treatment of Sleep Disorders- A Pilot Study. 
Journal of Child Psychology and Psychiatry, 26, 4, 581-590.
f •
Roberts, S. (1993). Tackling sleep problems through a clinic-based approach. 
Health Visitor, 66, 5, 173-174.
Scott, G., and Richards, M.P.M. (1990). Night waking in infants: effects of 
providing advice and support for parents. Journal of Child Psychology and 
Psychiatry, 31, 4, 551-567.
Sleep Management Training Symposium Delegates Work Manual. Karvol, 
Address as above.
Stores, G. (1996). Practitioner Review: Assessment and treatment of sleep 
disorders in children and adolescents. Journal of Child Psychology and 
Psychiatry, 37(8), 907-925.
147
Szyndler, J. and Bell, G. (1992). Are groups for parents of children with sleep 
problems effective? Health Visitor, 65, 8, 277-299.
Walters, J. (1993). Sleep management - the hidden agenda. Child: care, 
health and development, 19, 197-208.
Wilson, O. (1995). Child psychology consultation service for health visitors. 
Health Visitor, 68, 12, 499-501.
Zuckerman, B., Stevenson, J. and Bailey, V. (1987). Sleep problems in early 
childhood: continuities, predictive factors and behavioral correlates.
Pediatrics, 80, 664-671.
148
8. Appendices
149
Appendix 1
Sleep Clinic Evaluation Questionnaire
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SLEEP CLINIC EVALUATION - CLIENT COMMENTS
In order for us to find out what you felt about the Sleep Clinic, please could you 
answer the following questions.
Your answers will be kept private.
Please circle the answers
1. I found the practical information given about managing sleep -
1 2 3 4 5
helpful made no unhelpful
difference
extremely
helpful
extremely
unhelpful
2. I found having individual appointments and advice - 
1 2 3
helpfulextremely
helpful
made no 
difference
4
unhelpful
5
extremely
unhelpful
3. It was easy to attend the clinic weekly - 
1 2 3
totally agree agree unsure
4
disagree totally
disagree
4. I would have liked the chance to talk with other parents and share ideas - 
1 2 ^ 3  4 5
totally agree agree unsure disagree totally
disagree
5. Overall, how satisfied were you with the clinic? 
1 2 3
very satisfied unsure
Any comments:
very
unsatisfied
Thank you for your help.
Appendix 2
Sleep Clinic Information Questionnaire
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SLEEP CLINIC QUESTIONNAIRE
Pre Clinic ^ Post Clinic (Please tick)
Thank you for taking 5 minutes to complete this questionnaire. Your answers will be 
helpful to us in momtoring the service and making sure we are offering something that 
is helpful to you.
Please circle the numbers. Your answers will be kept private.
1. How worried are you about your child not sleeping regularly?
1 2 3 4 5
not worried somewhat unsure worried very
at aU worried worried
2. How well are you coping with the sleep problem at the moment?
1 2 3 4 5
coping unsure not coping
well at all
3. How stressed are you due to your child not sleeping?
1 2 3 4 5
not stressed unsure very
at all stressed
f
4. How irritable and cross is your child because of not sleeping?
1 2 3 4 5
not irritable unsure extremely
at all irritable
5. Is there a strain in your marital relationship due to the sleep problem?
1 2 3 4 5 _
not at all unsure great strain
6. Is there a strain in your relationship with your child due to the sleep problem?
1 2 3 4 5
not at all unsure great strain
7. How many nights last week did your child wake up? 
0 1 2 3 4 5 6 7
8. On the nights when your child woke, how many times did they wake up 
each night (on average)?
once 3-4 times
twice 5 or more
9. On average, how long does it take you to settle your child to sleep at bedtime?
less than 15 minutes 30 mins - 1 hour
15-30 minutes 1 hour or more
10. How many times during the past week did your child end up in your bed?
No of nights: 0 1 2 3 4 5 6 7
Thank you for your help.
Appendix 3
Procedure Checklist and Audit Form
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SLEEP CLINIC
PROCEDURE CHECKLIST AND AUDIT
Name:
Address:
Dob:
Procedure:
1. Referral received 
with GP approval:
Date completed:
Letter of acceptance to 
GP and original referrer (HV):
Appointment letter and 
diary sent to client:
4. Basic information on 
client registered:
5. File compiled with -
a) Sleep information questionnaire:
b) 2 X sleep clinic task form:
c) Referral form:
d) Green note form:
e) 2 X client questionnaire:
f) Progress/Discharge form:
g) Client evaluation questionnaire
6. Date of first appointment:
7. Waiting time (weeks) [6-l ]\ 0-2 3 7 +
8. Initial Client Questionnaire:
9. Date of final appointment: cancelled/DNA
10. Length of attendance
at clinic (weeks): 0-2 3
11. . Final Client Questionnaire:
7 8 9 +
12. Evaluation Questionnaire:
13. Progress/Discharge form sent to 
GP and referrer:
Copy on file:
Appendix 4
Referral Form
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HEALTH VISITORS SLEEP CLINIC 
REFERRAL FORM
Child's Name DoB
Address
1 ! 
O ther Family M embers 
Name: D.o.B.
Post code:
Telephone No: }
i
GP Health Visitor ~ " 
Telephone No:
Problem Details
Family attitude to referral
O ther Agencies involved
Special requirem ents (including level of urgency)
GP s signature
CLINIC USE
Date received 1st Appt at Clinic Designated HV
Please return to: Sleep Clinic, Grove Community Health Centre
The Grove, Egham, Surrey TW20 9QJ
Appendix 5
Appointment Letter
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Dear
Your health visitor (name) has contacted us as you have some worries about 
(child’s name) and how s/he is sleeping. We would like to invite you to attend 
an appointment at your local sleep clinic. Please could you come to the XXXX 
Community Health Centre on 
(Date and time)
The appointment will last about 1 hour.
Please could you fill in the sleep diaries enclosed with this letter as this will 
help in understanding your difficulties. Please bring them with you to the 
appointment.
If you are unable to attend the appointment please let us know and we will 
arrange another time. This is very important. Thank you.
We look forward to meeting with you all.
Yours sincerely
(professional name and title)
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Appendix 6
Sleep Diary
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Appendix 7
Assessment interview
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RUNNYMEDE HEALTH VISITORS SLEEP CLINIC 
ASSESSMENT QUESTIONNAIRE
CHILD'S N A M E ...............................................    D o B ................
Interview er................................................Date of Assessment ................
Family members and people living at home:
Name Relationship to child Age Occupation and Hours of Work
Type of Dwelling:
Flat / Maisonette / Semi-detached House / Detached House
Number of rooms available for sleeping.................
Sleeping arrangements for the family (please describe)
Difficulties (eg: with neighbours, etc)
Birth History:
Pregnancy (including term)
Birth
Birth weight 
Physical health 
Feeding
Further History:
Milestones 
Illnesses/operations 
Other significant events 
Current medication
Child's Sleeping Arrangements:
Bed / Cot / Other (describe)
Own room / Other (describe) Shared : Yes/No
Shares Bed w ith ...................
Other (describe)
Bedtime and Settling: (use Sleep Diaries to complete)
Evening routine (from tea time, with times)
Is there a bedtime ritual? (describe)
Has the parent got special things or ways to help settle the child? (describe) 
(ie: what about a special toy/blanket/dummy, etc)
Where does the child usually go to sleep?
own bed ^. alone
parents bed with parents sitting near
on sofa with parents in same bed
in parents/carers arms other ........................
Any particular problems at bedtime in the last week?
When did the problem at bedtime begin?
Can you or the parents think of anything that started it?
Waking: (Use Sleep Diaries)
How many nights a week does the child wake?
How many times a night
How does the parent know he/she is awake?
Then what does the child do? 
cries louder 
calls out
comes into parents room 
comes into parents bed 
plays in cot / bed / room
o th e r..........................................................
What does the parent do? 
cuddle / pick up
give drink average no. of bottles per night
juice 7 milk / water / other
breast feed
give food describe..................................
lie with child
child into parents bed .^
parent with child into child's bed
other parent to child or other bed without child
other .................................................................
Who usually goes to the child?
mother father alternate
o th e r...................................................................
Who does the child prefer?
How long does he/she take to settle again?
How often does the mother and/or father sleep with the child in a week?
How often do the parents sleep separately?
How long has this problem been going on?
Have you or the parents any ideas about what started it?
Daytime Naps: Use Sleep Diary
What time does the child have a daytime sleep?
How long does it usually last?
What do you do to settle them?
Where do they usually fall asleep?
Other Carers:
Is the child ever left with babysitters / childminders / grandparents?
o th e r .......................................................................
How long does he/she sleep then?
Other Daytime Activities:
Nursery / Playschool (describe attendance hours)
Time to play outside (describe)
■r
Other significant activity
Other concerns about the child:
Eating
Other behaviours 
Developmental
Parental concerns and stresses:
Major stresses prior to problem beginning
Current stresses
Does the sleep problem affect parents relationship 
(eg: going out, sexual relationship?)
How do the parents think they are coping at the moment?
How is the mental health of both parents?
(are either of them miserable/depressed/irritable/angry, etc.)
Do either or both the parents have interests outside the family?
What about the support network? 
(grandparents/friends/church, etc.)
Parents Aims:
Long term
Short term
Interviewers comments/concerns:
Formulation
Plan (circle)
Sleep clinic 
Refer back to HV/GP
Refer parent for individual help 
Refer family for help
Signed:
Fiona H irst
C hartered Clinical Psychologist
Appendix 8
Sleep Clinic Task Form
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Name/Age: 
Health Visitor: 
Long Term Aim:
Sleep Clinic Task Form
Sponsored by Kârvo!
Date: Session 1
Tasks:
)ate: Session 2
’asks:
f
ate: Session 3
asks:
-
ate: Session 4
isks:
Ite:
sks:
Session 5
Appendix 9
Progress and Discharge Form
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RUNNYMEDE HEALTH VISITORS SLEEP CLINIC 
PROGRESS AND DISCHARGE FO RM
I
Child's Name DoB
Address GP
HV
No of sessions attended No of DNA's 1
i
Problem detail
Family explanation of problem
Inform ation from sleep diaries
Workers explanation of problem
Work offered
Assessment of work done
Discharged from Clinic (please tick if yes)
Request for referral to fu rther service - give details
C hartered
Health Visitor Clinical Psychologist
Date: 1
Appendix 10
Analysis of Sleep Clinic Information Questionnaire
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Appendix 10 Analysis of Sleep Information Questionnaire (continued) 
Paired Samples Test
Paired Differences
Mean Std.
Dev.
Std.
Error
mean
t df Sig. (2 -tailed)
Pair 1 Q2.1- 
01.1
-1.375 2.125 .5313 -2.588 15 .021
Pair 2 0 2 .2 -
0 1 .2
-1.625 1.310 .3276 -4.961 15 .000
Pair 3 02.3-
01.3
-2.188 1.223 .3058 -7.154 15 .000
Pair 4 02.4-
01.4
-1.438 1.263 .3158 -4.552 15 .000
Pair 5 02.5-
01.5
-1.562 1.094 .2734 -5.715 15 .000
Pair 6 0 2 .6 -
0 1 .6
-1.438 1.263 .3158 -4.552 15 .000
Pair 7 02.7-
01.7
-2.812 2.482 .6206 -4.532 15 .000
Pair 8 0 2 .8-
0 1 .8
-.875 1.258 .3146 -2.782 15 .014
Pair 9 02.9-
01.9
-.938 1.389 .3472 -2.7 15 .016
Pair 10 0 2 .10-
01 .1 0
-2.75 f3.624 .906 -3.035 15 .008
Appendix 11
An analysis of the feedback from the Health Visitors at the 6 month
review
Positive Comments
 in the area of learning
Getting expert at a problem 
Other HVs involved
Got into the swing after 3 months 
Learning of problem solving approach
 in the area of benefits to the
clients
Setting individual goals - go at client’s 
pace
Less rigid, more flexible 
Building up individuals ■
Enables to deal with a wide range of 
clients
Enables to deal with a range of 
intellect
Fixed session with flexibility e.g. 
home visit possible in urgent case 
No re-referrals
Gives confidence to HVs & clients
 in area of organization
Spacing clients out if necessary 
Continued despite problems of 
staffing because satisfying 
Planning ahead
Negative Comments
 in area of staffing
Problems of staffing intruded 
Lack of priority given to clinic 
development
Lack of management endorsement
 in area of marketing
Few GP referrals
Could have handled more clients
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Abstract
The adaptive behavior of a group of 16 HIV seropositive children living in 
southeast England was studied in detail. Attention was paid to a number of 
demographic, cultural, school, illness and psychosocial variables including 
adaptive behavior (measured by the Vineland Adaptive Behavior Scales). 
They were then compared to a group of children born to HIV seropositive 
mothers (Affected children) and a group of children without illness in the 
family. The groups were matched for a number of the background and 
experiential variables thought to affect development and adjustment. Previous 
research carried out in the USA suggested that adaptive behavior, particularly 
language skills, was affected by direct central nervous system damage by 
HIV. Although the adaptive behavior of both the HIV positive and Affected 
children differed significantly from the control group, there were no significant 
differences in adaptive behavior between Affected and HIV groups. Both 
groups presented with adequate to low levels of adaptive behavior. Results 
suggested a complex interaction of psychosocial, biological and disease 
factors. Weaknesses in the language skills of the HIV group were not found. 
The Vineland Adaptive Behavior Scales provide a good overall measure of 
development that facilitates clinical intervention but additional measures are 
needed to identify central nervous system HIV compromise particularly in 
relatively symptom free, school aged children.
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1. Introduction
1.1 The context of research in the United Kingdom (UK)
1.1.1 Children and HIV in the United Kingdom
In April 1998 there were 817 children (aged under 15 years at diagnosis) in 
the UK known to have acquired Human Immunodeficiency Virus (HIV) and a 
total of 334 cases that had progressed to Acquired Immune Deficiency 
Syndrome (AIDS). At least 1234 children have been born to HIV seropositive 
(HIV+) women in the UK (CDR, 1998). Forty per cent (494) of these children 
are HIV+. Vertical transmission either occurs during pregnancy, during 
delivery or postnatally through breast milk. These children are exposed to the 
problems of living with a chronic condition in the family and have to deal with 
living and coping with a chronic condition themselves. HIV disease may also 
have a direct impact on cognitive development and behavioral functioning 
through central nervous system damage.
Thirty-six per cent (444) of the children born to HIV+ mothers are known to be 
uninfected and the status of 24% (296) remains undetermined. This figure can 
only be an underestimation of the children whose lives are affected by HIV in 
the UK. There may be many undiagnosed women with children and many 
HIV+ women have older children who remain untested. The figures 
nevertheless indicate that there are large numbers of children whose 
psychological well being and development may be compromised through 
living with a stigmatized, chronic disease in the family.
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1.1.2 Socio-economic and cultural background
These UK figures are set within the context of 8.2 million children world-wide 
who have been orphaned since the start of the AIDS epidemic and 2.7 million 
children who have died from AIDS. The figures in the UK seem small in 
proportion but research from this country can help the global understanding of 
the effects of HIV upon children. This is particularly so because it is estimated 
that the majority of women living in England acquired HIV through hetero­
sexual transmission (69%) and are mostly (53%) from Black African origins 
(Nicoil et al., 1998). In Southeast England, where the majority of new cases 
occur, this figure rises to 75% Black African. This is in contrast to the 
populations studied in the United States of America (USA) where women are 
more likely to have acquired HIV through intravenous drug use. For example 
in one study it was estimated that 57% of the women in New York acquired 
HIV through intravenous drug use (Levenson, Mellins, Zawadzki, Kairam and 
Stein, 1992). This compares to 19% in the UK and 15% in London (Nicoll et 
al., 1998). Drug use and the associated social, economic and psychological 
impact on the individual and the family can mean that children’s development 
is at risk of being compromised besides the effects of HIV. As a result 
extrapolating from research carried out in the USA to the UK population and 
other populations where women-acquire HIV through heterosexual 
transmission is problematic.
There are also different factors affecting development other than those 
associated with drug use. For example the populations of women with HIV in 
the USA and UK differ in ethnic and cultural background. Specifically, the 
majority of HIV+ women living in southeast England are of Black African 
origin. A recent study gave the proportions as 75% Black African, 14% White, 
4% Black Caribbean and 7% other (Nicoll et al., 1998). Studies in the USA 
report a different ethnic composition. For example Diamond, Gurdin, Wiznia, 
Belman, Rubenstein and Cohen (1990) reported 58% Black (Afro-Caribbean),
171
32% Hispanic and 10% White. Levenson et al. (1992) reported 51% Black, 
46% Hispanic and 2% White. Black African and Afro-Caribbean populations 
are considered to be culturally very different. Ethnic and cultural background 
may affect outcome measures of development, particularly if those measures 
have been standardized using populations that do not reflect ethnic diversity.
The populations of the UK and USA differ for a number of factors. 
Extrapolating to the UK population from research carried out in the USA on 
children's development is difficult. There is a dearth of information on the 
specific developmental difficulties of the children affected by HIV in the UK. 
Specifically there is a lack of information about those living in the Southeast of 
England.
1.1.3 Medical Advances
Research studies into the developmental effects of HIV have frequently 
concentrated on children aged up to 5 years old. The populations studied 
often had an AIDS diagnosis with a poor prognosis and encephalopathy as 
part of this AIDS diagnosis. Advances in medication and understanding of the 
condition, as well as the changing nature of the condition, mean that children 
are surviving longer and taking their place in the community. However, little is 
known about their developmental needs particularly within the psychosocial 
and educational context.
In summary, the background and context of HIV+ children in the UK is 
different to that of the children examined in most published research studies. 
The effect upon the development of these children remains unclear. Our 
understanding and planning of services in the UK are hindered by the dearth 
of applicable information. This study was undertaken to begin the process of 
describing the development of HIV+ children living in the UK. The following 
discussion presents what is known about the development of HIV+ children as
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well as considering a number of factors that might contribute towards 
developmental outcome measures. These include a consideration of the 
direct effects of HIV upon the central nervous system, the effects of coping 
with a chronic condition, demographic and socio-cultural factors and other 
factors that are specific to HIV, such as disease variables.
1.2 The neurodevelopmental effects of pediatric HIV
HIV infection in children is frequently associated with encephalopathy, which 
may result in cognitive, behavioral and personality changes. First identified in 
early descriptive studies, the changes are varied, and there is good evidence 
that there is a direct impact of the virus on the central nervous system and 
brain structures (Belman et al., 1985; Belman et al., 1986). Brouwers, DeCarli, 
Civitello, Moss, Wo Iters and Pizzo (1995) examined children with symptomatic 
HIV disease using computed topographic (CT) brain scans and assessments 
of cognitive functioning and social-emotional behavior. A powerful relationship 
was found between abnormal scans and cognitive impairment particularly in 
younger (less than 24 months), vertically infected children. Those children 
with calcifications in brain structures faired worse. They suggested that 
damage to the central nervous system is a continuous process and should be 
monitored to aid disease management.
Belman (1992) covered in detail the features associated with neurological 
compromise and outlined the variations in course and prognosis associated 
with variable clinical and immunological decline and risks. See page 61 of the 
review The Neurodevelopmental Effects of Pediatric Human 
Immunodeficiency Virus’ for a detailed description. In brief there appears to be 
a group of children who experience quite serious neurological and 
developmental problems associated with symptomatic HIV infection. These 
children are usually younger (less than 4 years old) and have poor prognosis.
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They are often called ‘rapid prog ressors'. On the other hand there are a group 
of children who remain relatively symptom free, often into later childhood (4 
years old and older). Some develop specific cognitive deficits that may be the 
first subtle signs of immunological decline. It is this group, the ‘slow 
progressors’ who have not been studied. The influence of more recent 
advances in drug therapy, both for pregnant mothers and HIV positive 
children, on this pattern of symptoms are not yet known. The long-term effects 
upon development of anti-retroviral drugs have never been established.
Some developmental changes, however, have been found to be temporary 
and reversible through medication. The improvement in cognitive 
performance, developmental measures and brain abnormalities following 
medication suggested that there is an impairment in expression of abilities 
rather than permanent neurological damage (Welters et al., 1990; Welters, 
Brouwers, Moss and Pizzo, 1994; DeCarli et al., 1991; Brouwers, Moss, 
Welters, Eddy and Pizzo, 1989; Pizzo et al., 1988). The exact mechanism 
behind neurological damage has not been established. It could be either that 
HIV stimulates the production of toxin, cytokines or chemotactic factors that 
impair neurons or glial cells or that HIV infects these cells directly through 
dissemination. The improvement in developmental measures above normal 
maturation suggests that there is not always direct cellular damage. For a full 
discussion of possible mechanisms and the effect of timing of HIV 
transmission from mother to child see page 64 of the review ‘The 
Neurodevelopmental Effects of Pediatric Human Immunodeficiency Virus'.
The type of deficits and the course of neuropsychological damage seem to be 
influenced by many biological and physical indices both for the mother and 
child. The evidence would seem to suggest that these include the following 
factors (Belman, 1992):
• Metabolic and endocrinological changes due to HIV infection and related 
diseases (both mother and child);
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• Maternal condition during pregnancy including: HIV disease and 
immunological health, inadequate nutrition, deficient antenatal care, 
substance use, non-HIV diseases such as malaria;
• Complications associated with premature delivery (there is a higher risk for 
HIV+ women);
• The route of transmission for the mother;
• The timing of transmission to the child (antenatally, etc.);
• Recurring HIV associated infections in the child;
• Immunolgical health of the child;
• Central nervous system complications associated with prematurity or with 
an underlying condition (for example, hemophilia).
Other factors not yet established are:
• The maternal use of HIV medication during pregnancy;
• The timing and combination of drug therapy for the child;
• The long-term iatrogenic effects of new combinations of drugs.
All of these factors are important when considering the etiology of
neurodevelopmental difficulties and point to the range of disease indices that
should be measured.
1.3 The wider effect on development
Many of the studies have defined development in terms of physical and motor 
growth, and cognitive functioning. This is limited for the understanding of 
children’s overall functioning and psychological well being. A wider definition 
of development would be more informative in understanding the full effects of 
HIV, particularly for school-aged children. The concentration on neurological 
damage also seems to have precluded the consideration of other factors that 
influence cognitive development. Research needs to be undertaken within a 
developmental framework that recognizes that different facets of development
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are important at different ages (Eiser, 1993). Bee (1995) describes the parallel 
developments that take place in physical, cognitive, language, personality and 
social areas. She highlights how these areas take on different importance at 
different developmental points and how they interact (pp. 465-480). It is 
necessary to study all these facets of development to fully understand the 
impact of a chronic disease. The ethnic composition of the population affected 
by HIV also needs to be taken into account when studying development. 
Cultures may place a differential emphasis on aspects of development. This 
needs to be accounted for in the interpretation of research.
Recent studies have concentrated more on the general effects of HIV disease 
on development, particularly for children surviving to take their place within 
the community. These are summarized in Table 1.
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Melvin, Stoll, Eastwood, Moore, and Torrington (unpublished data) collated 
information on a group of 36 children with vertically acquired HIV aged 5 to 14 
years. The study revealed a picture of children with minor difficulties, although 
the children with developmental weaknesses also tended to present with 
immune-suppression problems or serious clinical symptoms. Although the 
study exposed interesting trends it is difficult to draw any conclusions on the 
developmental problems specific to HIV+ children. For example the 
researchers did not use formal assessment for attention and concentration. 
The figures could be put into perspective by using standardized psychometric 
assessment or compared against national school attainment figures. For 
example, whether a child receives extra support depends upon an individual 
school’s policy, the demographic character of the school’s population and 
their financial resources. Specific information on the registration of children 
under the Special Educational Needs Code of Practice would provide 
objective data.
Tardieu et al., (1995) examined the school achievement and cognitive profiles
of 33 vertically infected children. Twenty-two of these children (67%) had
* '
normal school achievement. This is similar to the figures reported by Melvin et 
al. (unpublished data). The readers attention should be drawn towards the 
variety of background variables measured including the variation in 
transmission mode of maternal infection and the ethnic makeup of the 
sample, the carer’s education and the relationship of the main carer to the 
child. Seven of the homes were bilingual and the study found that abnormal 
results in vocabulary and language measures were more frequent in these 
children suggesting the need take these variables into account in the 
measurement of development. They found that the risk of school failure was 
not significantly related to a number of maternal characteristics including 
geographic origin, mode of infection and educational level. Normal school 
achievement however, was positively correlated to the percentage of 
circulating CD4 lymphocytes during infection (that is, the first year of life). This
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corroborated the picture of children with minor or subtle difficulties, reported 
by Melvin et al. (unpublished data), who are managing to function adequately 
within the school context. However, the HIV+ children seem to have more 
difficulties at school than the general population in France. More subtle 
cognitive deficits including visual-spatial organization and temporal orientation 
deficits were also identified. This study also looked at the wider effects of HIV 
on development as well as drawing on demographic information to inform 
understanding.
Papola, Alvarez and Cohen (1994) described the developmental functioning 
and service needs of a group of school aged children in the USA. Data was 
gathered retrospectively on 90 children aged 5 to 14 years who were 
presumed to have acquired HIV through vertical transmission. Their figures 
were considerably different to those of Melvin et al. (unpublished data) and 
Tardieu et al. (1995). 56% of the children were found to be functioning in the 
borderline or lower range and 50% had significant language impairments.
74% were in special educational classes and receiving specialist services.
The mode of maternal acquisition of HIV was not identified and may have 
been a factor in the higher prevalence of cognitive difficulties and poor 
attainment. The ethnic background and the primary carer also varied when 
compared to the European studies. The study did^not employ a control group 
nor use national attainment figures. They point out how difficult it is to identify 
a control group due to the complexity of demographic, family setting variables, 
illness factors and factors specific to HIV including stigma.
These studies demonstrated the range of areas of functioning that can be 
affected for HIV+ children. They have also demonstrated the socio-cultural 
background of the different populations and allow for consideration of 
extrapolation to local populations. However only the French study examined 
relationships between the environmental factors and functional variables. The 
studies were also all descriptive in nature and did not employ any form of
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control except for national figures (for example, for school failure) and 
comparison to standardized measures.
Gay et al., (1995) examined the cognitive and motor development of 28 
children born in the USA to HIV+ women with no reported drug use. Ninety- 
eight children born to HIV+ women but not seropositive were used as controls. 
The two groups of children did not differ for gestational age, birth weight, 
ethnicity or rates of maternal separation or death. Over the first 24 months of 
life the HIV+ children had significantly slower rates of development, although 
both groups presented with delays compared to the normative sample. These 
findings were not confounded by the effects of prenatal drug use but 
unfortunately the study made assumptions about socio-economic status, 
which would have helped put the results into context. The difficulties in 
employing siblings or affected children as controls need to be acknowledged. 
These children may also have difficulties in development, either because of 
prenatal exposure to HIV or because of environmental and emotional factors 
and social and biological risk factors. The researchers drew attention to the 
results of a scale that did not require language skills. For this scale the
■I '
difference between the 2 groups was small, although the HIV+ children 
continued to perform at a lower level. They felt that the poor performance of 
both groups on the scale requiring expressive and language skills was 
because the scale was administered to the children in their second language. 
This study attempted to follow children longitudinally and recommends the 
study of older children. However by 24 months they had lost almost half of the 
data, which demonstrates a major problem of longitudinal research.
These studies have demonstrated the importance of describing and 
researching the effects of HIV. Not only should damage to the central nervous 
system and the cognitive consequences be measured by standardized 
intelligence tests but the general functioning of children should also be 
studied. Studies need to carefully define what is meant by development and
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how it can be assessed as an outcome measure. One way of doing this is by 
examining daily functioning through the assessment of adaptive behavior. A 
certain level of functioning will be needed to achieve age appropriate adaptive 
behavior and vice versa. The terms functioning and adaptive behavior will be 
used co-terminously. The concept of adaptive behavior is examined in the 
next section and research into the adaptive behavior of HIV+ children 
presented. Besides examining the wider aspects of development, the studies 
reviewed still leave in question the role of environmental and cultural factors, 
particularly because the use of control groups remains problematic. The 
contribution of these factors to development will be considered.
1.4 The effect of HIV on adaptive behavior
1.4.1 The importance of adaptive behavior
Adaptive behavior is defined by Sparrow, Balia and Cicchetti (1984). They 
identified 3 important principles. First adaptive behavior is age related.
Second it is ‘defined by the expectation or standards of other people,’ and 
finally it is ‘defined by typical performance, not ability.' This means that 
adaptive behavior can be defined as the performance of behaviors that are 
age appropriate, adequate, as expected by carers, and are regularly 
displayed. More specifically it reflects an individual's ability to function 
independently on a day to day basis at an age appropriate level. There is also 
an implied cultural element in that it is necessary to meet expectations of the 
carer and it reflects a child’s social competence. It is also multidimensional, 
covering a wide range of development. Leland (1973) defined adaptive 
behavior as
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"functional independent skills, personal and social 
responsibility, motivation, cognitive development, (and) other 
elements...such as physical development, social 
maladaptation...closely tied into the coping skills of the 
individual..combined to form an organized picture of the 
individual."
This definition reflects the many facets of behavior that need to be measured 
to provide a comprehensive picture of development.
If a child has HIV additional factors need consideration. These include the 
direct effect of the virus upon the central nervous system, for example, 
communication and motor skills might be affected disproportionately, and the 
indirect effects, such as psychological reaction and adjustment, social and 
economic changes and the difficulties of living with a stigmatized disease. 
Frequent illness or hospitalization, for example, may reduce the amount of 
time that a child engages in independent activity. Parents may become 
increasingly overprotective or lenient in discipline that may negatively 
influence the infected child’s performance of adaptive behaviors. Experience
f ■
and the opportunity to learn become restricted.
The utilization.of measures of IQ or cognitive functioning measures does not 
reflect this important aspect of daily functioning and development. Their use 
should therefore be limited or interpretation carefully reasoned and they 
should be used in conjunction with other measures of development. IQ 
measures should only be used when a disease directly effects the central 
nervous system. Unless careful consideration is given to raw scores, subtest 
scores, individual change and cognitive strategies, IQ can only be used as a 
general outcome measure (Fletcher et al., 1991). Memory or reasoning ability 
or other specific skills provide a fuller picture of a child’s functioning as 
demonstrated by several studies (Tardieu et al., 1995). Learning potential, (as
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estimated by IQ), is more important in predicting the ability to develop 
functional skills, adaptive behavior and social competence.
Whatever the factors that inhibit the development of adaptive behavior skills, 
any compromise of function will reflect upon the quality of life of children and 
further development. Restrictions to social development, for example, may 
lead to problems of self-definition and psychological ill health. Assessing 
adaptive behavior enables the assessment of the impact of the illness on the 
child’s everyday functioning and development in a way that reflects quality of 
life. It also has implications for the planning of service provision. Adaptive 
behavior has become increasingly important as children live longer and take 
part in society at large. Psychological adjustment, reflected by adaptive 
behavior, is also a factor in coping with the condition, adhering to treatment 
and self-care. Assessment of children should be performed to inform the 
clinical context and for a useful purpose. Understanding adaptive behavior is 
clinically relevant for children and families in the planning of services.
The research group at the National Cancer Institute, Maryland, USA has
r
extended the range of behaviors studied beyond that of cognitive 
performance. They have used the Vineland Adaptive Behavior Scales (VABS) 
to measure adaptive behavior (Sparrow et ,al., 1984). This scale is 
administered to the child’s main caregiver as a semi-structured interview. It 
yields standardized scores in 4 domains of behavior - Motor, Socialization, 
Daily Living and Communication - as well as a Composite score of adaptive 
functioning. Each domain consists of subdomains of behavioral skills and 
there is a separate maladaptive behavior scale. The content of the scale is 
presented in more detail in section 2.1 and Appendix 1 has a full list of items 
of the Survey version of the scale.
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1.4.2 Studies of adaptive behavior
Welters, Moss, Eddy, Pizzo and Brouwers (1989) assessed the adaptive 
behavior of 23 symptomatic children, aged 1 to 12 years, before and after 
zidovudine (the drug known as AZT) therapy using the VABS. Eleven of these 
children had encephalopathy, diagnosed by a loss of developmental 
milestones and abnormal CT scan findings. Pre-treatment, the children with 
encephalopathy scored significantly lower in all the domains of the VABS than 
the children without encephalopathy. They all fell into the mildly deficient 
range. Specifically they presented with impaired expressive language skills 
compared to their own receptive skills. The children without encephalopathy 
were in the average to low range and presented with better expressive 
language skills. Post-treatment there was a significant improvement for both 
groups in all the domains except the Motor domain. These results were also 
significantly correlated to IQ scores, behavioral ratings and immunological 
markers. This study specifically demonstrated the effect of encephalopathy on 
everyday functioning but also suggested that through some mechanism the 
adaptive behavior of all HIV+ children was affected. The evidence for an 
improvement in adaptive behavior for all children as a result of AZT therapy 
led the researchers to conclude that there is direct impact upon the central 
nervous system. This is perhaps too simplistic, in that many factors affect the 
development and reproduction of adaptive behavior. The different domains of 
adaptive behavior may be affected differentially depending on the role of 
specific cognitive skills in that behavior. Other factors may also have 
confounded this finding. For example, children may have had increased 
energy to take part in activities and therefore a concomitant increase in 
functioning enabling the development of adaptive behavior skills. This would 
be particularly so for the skills not so reliant on cognitive abilities such as 
those measured in the Daily Living and Socialization domains.
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Brouwers, Moss, Wolters, Eddy and Pizzo (1989) reported on a group of 49 
children (aged 6 months to 13 years 6 month). Data was analyzed according 
to the presence of encephalopathy and the route of acquisition (either through 
contaminated blood products or through vertical transmission). Cognitive 
functioning (measured by age-appropriate neuropsychological test batteries) 
did not significantly differ for route of transmission although it did with 
presence of encephalopathy. Older children (mostly those infected by 
contaminated blood products, mean age 8.1 years) had Wechsler Intelligence 
Scale for Children (WISC) (Wechsler, 1992) score profiles similar to children 
with attention deficit hyperactivity disorder (weaknesses in Arithmetic, Coding, 
Information and Digit Span subtests in comparison to other subtests). This 
between group pattern of results was repeated for the adaptive behavior of 
children with encephalopathy. They scored at a lower level and route of 
transmission made no significant differences. Further correlation between 
these scores and biological measures suggested a relationship between 
cognitive functioning, behavioral functioning and physical status.
This study did not differentiate between the route of transmission for mothers
f ‘
of children with vertically acquired HIV. As discussed previously, the presence 
of intravenous drug use during pregnancy may have a detrimental effect upon 
fetal and later development. Therefore, this needs to be accounted for in 
analyses of children’s functioning and a further grouping would add to the 
understanding. The perinatally infected group was also significantly younger 
(mean age 2.3 years). At this point, in historical terms, children were 
becoming ill younger and survival was shorter. Presently children are 
surviving longer and the effect of HIV on the central nervous system may be 
more similar to that of the children infected through contaminated blood 
products (Whitt et al., 1993) or to the picture of acquired dementia seen in 
adults (Funck-Brentano, Veber, Debre and Blanche, 1997). (See page 64 of 
the review The Neurodevelopmental Effects of Pediatric Human 
Immunodeficiency Virus’ for further discussion of this point).
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Wolters, et al. (1994) reported in more detail on another group of 25 children 
whose adaptive behavior was assessed before and after AZT therapy. Fifty- 
two per cent (13) of the children had encephalopathy. VABS scores were 
correlated with measures of cognitive functioning and direct observations of 
social-emotional functioning. This study replicated the findings of Wolters et 
al. (1989) demonstrating that all children with or without encephalopathy 
showed improvements after drug therapy. Additionally the patterns between 
the domains were studied. Overall, children’s scores for Daily Living skills 
were significantly lower than Socialization and Communication scores. This 
might suggest that factors other than cognitive ability were more important in 
the changes observed in adaptive behavior. The children without 
encephalopathy, however, were significantly better than the children with 
encephalopathy in Communication (more reliant on cognitive skills) and Daily 
Living. This suggested that HIV-related central nervous system disease may 
specifically affect speech and language abilities. Children with 
encephalopathy had particularly poor community skills (how the individual 
uses time, money, the telephone and job skills). The other children, without
f  ■
encephalopathy, scored lowest in Domestic skills (what household tasks the 
individual performs). The Play and Leisure subdomain of Socialization 
improved for all children following 6 months of medication. Expressive 
language was significantly lower than receptive language both pre and post­
treatment, although all language skills improved with medication.
Improvements in cognitive functioning and behavioral difficulties were also 
observed. In addition, improvements in brain abnormalities observed using CT 
scans following drug treatment led the researchers to hypothesize a possible 
link to corresponding improvements in functional behavior. Of importance 
were the changes observed independent of the presence of encephalopathy 
that suggested to them that subtle early behavioral changes may indicate
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early HIV-related central nervous system disease indicating the importance of 
continuous monitoring.
Wolters et al. (1994) therefore concluded that ‘behavioral functioning appears 
to become more globally impaired as HIV disease progresses in the central 
nervous system.' This assertion is based on the improvement in adaptive 
behavior seen post treatment in both children with and without 
encephalopathy. Differential improvement may have occurred depending 
upon at which stage in the development of the central nervous system that 
original damage occurred. Damage early in the process of central nervous 
system development, particularly in-utero, may specifically affect motor areas 
and may be more permanent in nature and therefore will show less 
improvement. Sixty-four per cent of this sample, however, were infected 
through contaminated blood products and may have acquired HIV later in life. 
This suggests that damage to the central nervous system may be different 
and through different mechanisms. This will then result in different 
neurological damage and different effects upon neuropsychological 
functioning, including specific cognitive deficits.
They also consider other possible reasons for improvement in behavior. 
Normal maturation was controlled for by the use of standardized scores. 
Carers were not reminded of previous responses and asked not to evaluate 
changes in behavior but rather report current behavior. These factors, 
therefore, were considered not to have influenced improvements. They also 
surmised that behavior was unlikely to have been affected by changes in 
environmental or socio-cultural factors as children were treated on an 
outpatient basis and spent relatively little time in hospital or clinic. This 
conclusion was speculative as the disruption to children’s lifestyle was not 
monitored or measured. The alternative conclusion could have been that 
illness per se may limit opportunities to develop adaptive behavior. Following 
improvements in general health that accompanied drug treatment, children
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may have had more energy and increased activity levels enabling 
improvements in adaptive behavior. Drug administration, whether 
intravenously or orally, interferes with lifestyle, particularly initially. Habituation 
to the regimes may later lead to improvements in behavior as there are fewer 
restrictions in experience, opportunities and hence, functioning. It would seem 
impossible to exclude the influence of other factors without attempting to 
measure them. The researchers also acknowledged the lack of a comparison 
group and the small numbers that may limit applicability of the results.
Further studies have tried to dissect the differential effects upon 
neuropsychological functioning and behavior. Moss, Wolters, El-Amin, Butler, 
Brouwers and Pizzo (1990) examined the ‘expressive behavior’ of children 
with encephalopathy using observation of age-appropriate structured 
activities. The tasks were designed to elicit social interaction, affective 
responses and 'task-oriented' behavior and were videotaped. Behavior 
variables, including persistence, attention span, impulsivity, compliance, 
emotional lability, irritability, positive affect, reactivity and language usage, 
were then rated using a manual of definitions. This meant that the researchers 
had a systematic procedure for quantifying the behavioral changes associated 
with encephalopathy in HIV+ children. Moss, Brouwers, Wolters, Wiener,
Hersh and Pizzo (1994) developed further this procedure (named the Q-sort _ 
procedure) and found that encephalopathy led to apathy, non-social behavior, 
depression and autistic-like behavior. They suggested that severe HIV-related 
encephalopathy results in the lack of ability to engage in purposeful, 
expressive social, emotional and 'goal-directed' behavior that may also 
contribute to apparent cognitive impairment.
Moss, Wolters, Brouwers, Hendricks and Pizzo (1996) found an interrelation 
between verbal expression and Motor domains and hypothesized that this 
occurs because HIV-related CNS disease tends to affect these functions 
concurrently. However they did not discuss the influence of experiential or
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psychosocial factors. They did recognize that the research groups were 
heterogeneous as to race, sex, socio-economic status and CD4 count but 
suggested that this variation did not contribute to their findings. Other studies 
of psychological development would refute this claim (Laucht, Esser and 
Schmidt, 1997). However, evidence that CT scans showing severe brain 
damage improved with drug therapy indicated that the impairments in 
behavior do have a neurological basis. They also analyzed children divided 
into groups according to presence of encephalopathy and age. The children 
without encephalopathy presented higher activity levels, superior motor and 
verbal skills and were more socially and emotionally responsive. The older 
non-encephalopathy children exhibited more adaptive and appropriate 
behavior than children with encephalopathy. This differential between groups 
is similar to the pattern seen in cognitive deficits, but perhaps this is not the 
full picture and it is too simplistic to just look at overall patterns of 
development. However these studies examining how central nervous system 
compromise affects behavior demonstrated the type of behavior that needs to 
be examined and that the presence of encephalopathy must also be taken 
into account.
f  ‘
Wolters, Brouwers, Moss and Pizzo (1995) investigated the effect of HIV 
disease on receptive and expressive language skills observed in the studies 
using the VABS. This study used standardized measures specifically aimed at 
measuring language abilities. Thirty-six children with vertically acquired HIV 
were compared to 20 uninfected siblings. In the overall comparisons 
expressive language was significantly more impaired in HIV+ children than in 
the uninfected siblings' group. The uninfected group did not have a significant 
difference between expressive and receptive language. Severe abnormalities 
observed on CT scans were correlated with larger discrepancies between 
expressive and receptive language, suggesting that progression in central 
nervous system disease increases language difficulties. However the study 
reported that children without diagnosed encephalopathy also had language
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difficulties. This suggested that central nervous system changes may begin to 
take place without observable CT scan findings or other clinical neurological 
observations. Perhaps there are language difficulties regardless of obvious 
HIV-related central nervous system involvement.
The researchers noted the presence of confounding factors and the 
methodological and sampling issues that might have influenced results. They 
recognized that there are possible socio-economic factors associated with the 
population that may potentially affect the development of language. Attempts 
were made to control for some of these factors, including exclusion from the 
study if there were pre-existing conditions such has hearing problems. Socio­
economic status was estimated using mean years of education of the main 
carer. This did not differ between the two groups (HIV+ children and siblings) 
and therefore the difference in language skills could not have been accounted 
for by this way of measuring socio-economic status. However many other 
variables that affect language development, including bilinguality in families, 
were not measured. Again the findings cannot finally conclude that HIV 
related central nervous system damage is the only mechanism affecting 
cognitive and behavioral abilities.
In summary the findings on adaptive behavior^uggest that in general:
• Expressive language abilities are comparatively poorer than receptive 
language abilities;
• Language abilities seem to fall behind without corresponding neurological 
clinical signs and CT scan findings;
• Daily Living domain scores are comparatively poorer than other areas of 
skills;
• Uninfected ‘siblings’ (used as controls) do not present with the 
expressive/receptive skills discrepancy.
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Additionally following AZT therapy there are improvements in Socialization 
domain scores and language skills improve although the discrepancy in 
expressive and receptive skills remains. Motor skills did not improve.
1.5 Developmental problems associated with chronic disease
HIV is not unusual in that survival among children with many life-threatening 
conditions has been greatly improved. As Eiser (1998) pointed out children 
"cannot be cured (but) instead they face a lifetime of medical 
care..must learn to be responsible for their health in a way 
that is not expected of healthy children (and) master the 
practical demands of their treatment."
She concluded that although
"it may be possible to extend survival...the cost for the 
individual child may be a much compromised quality of life."
These emotional demands and practical difficulties require the development of 
effective coping strategies.They may also interfere with development. There 
are few studies examining the general illness experience of HIV+ children. 
Therefore, this section will examine studies of other chronic conditions and 
aim to identify factors that may contribute to developmental delay.
As demonstrated by the studies of HIV, specific features of a disease may 
affect maladjustment in a child. For example central nervous system 
dysfunction, physical disability and an under-privileged background 
associated with a particular condition will all contribute towards behavior and 
development difficulties. The severity, visibility, reversibility, the amount and 
type of care demanded of child and carer means that there is not a linear 
relationship with adjustment. The subjective estimates of the family and the 
individual's appraisal of their situation must also be considered. Varni and 
Wallender (1988) proposed a conceptual model for research on children with
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disabilities (Figure 1). This model also provides a useful framework for 
considering the myriad of factors affecting psychological adjustment for 
children with chronic conditions.
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Figure 1. Conceptual model for research on handicapped children (VarnI 
and Wallender, 1988)
Several studies have examined various factors that contribute to the levels of 
this model. Stein and Jones Jessop (1984), for example, measured
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psychological adjustment in a large sample of children who survived cancer 
and identified a relationship with the number of days absent from school and 
child’s functional status. In contrast, they found no relationship between 
adjustment and the number of days in bed, hospitalization or number of 
hospitalizations in the last 6 months. Family composition altered the strength 
of the relationship between poor psychological adjustment and high absence 
from school. It was strongest when the mother was living with another adult 
(grandparent or female relative). Using the Child Behavior Checklist 
(Achenbach and Edelbrock, 1983) to screen for social competence and 
behavioral problems, they found an increase in school related problems and 
somatic complaints compared to the general population. Residence in a single 
parent household predicted difficulties.
Fowler, Johnson and Atkinson (1985) studied school achievement and 
absence in 270 children with chronic health conditions, and assessed the 
relationship with demographic and health variables. They found that 
achievement levels were at the 51st percentile for children with chronic 
condition compared to the 63rd for their healthy counterparts. They also found 
a difference between conditions. Sickle cell, spina bifida and epilepsy, in 
particular, were related to poorer performance. In contrast to Stein and Jones 
Jessop (1984), school absence was not significantly related to school 
performance, but rather low socio-economic status predicted poor 
performance.
Other studies have found relationships between disease variables and 
psychological adjustment and outcome measures, but continue to note the 
importance of demographic factors. For example, Shannon, Fergusson and 
Dimond (1984) found a weak relationship between behavioral problems and 
length of stay in hospital. However, this relationship disappeared when family 
variables and socio-economic status were controlled. In a study of children
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with sickle cell anemia (Lemanek, Moore, Gresham, Williamson and Kelley, 
1986) adjustment was also found not to be related to medical history 
(measured by the number of clinic visits and hospitalizations, medication 
intake and time since diagnosis). The researchers hypothesized that it was 
linked to socio-economic status. Maladjustment related to low socio-economic 
status in this particular population. Hurtig, Koepke and Park (1989) also found 
that illness severity in children with sickle cell anemia did not predict 
psychological adjustment. Socio-economic status, family composition and 
support systems were more important. This is interesting for comparison with 
HIV+ children as the two groups may have similar cultural and experiential 
backgrounds, as well as direct but sometimes undetectable central nervous 
system compromise.
Colegrove & Huntzinger (1994) found that absenteeism (an average of 27 
days for the previous school year) was inversely correlated with teacher 
ratings of social functioning and reading scores for boys with hemophilia. 
Significantly the boys who also had HIV showed no significant differences.
The authors hypothesized that this may be due to the lack of progression of 
the disease or the presence of cerebral bleeding for some of the 
hemophiliacs. However an alternative explanation may rest in the route of 
transmission or psychosocial factors. The study demonstrated that 
developmental problems seen in HIV were not disease-specific and that other 
factors must be playing a part. Holden, Chmielewski, Nelson and Kager
(1997) who looked specifically at different types of chronic illness to control for 
general and disease-specific effects confirmed this. Gender and type of illness 
were found to be associated with family functioning and children’s self­
competence. However, once general family factors were controlled for only 
gender predicted this type of adjustment.
Weitzman (1984) identified that frequent short absences were more 
detrimental than a prolonged absence. Visits to hospital and outpatients.
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hospital admissions and acute illnesses contributed to poor academic 
performance for 11 out of 32 children in a mainstream classroom. This study 
suggested that it still important to measure the ‘illness experience’ of children 
but that it is not just hospitalization that needs monitoring.
The model summarizes the factors that should be measured when examining 
children’s functioning, adaptation and consequences for development. The 
studies reviewed support the model and confirm its usefulness as a 
framework for organizing the variables that need to be measured in research 
undertaken to examine adjustment and functioning.
1.5.1 The special case of HIV
Although not unique, the differences that children experience when they are 
HIV+ need to be highlighted. If a child has HIV then someone else in the 
family is probably also HIV+ and the constellation of problems associated with 
chronic disease becomes multiplied. Families are not just dealing with multiple 
illness and bereavement but also the unique social stresses associated with 
HIV including stigma, social isolation, discrimination and public ignorance. 
Frequently the family is prevented from disclosing their illness to family and 
friends and therefore limits normal channels of practical and social support. 
Lwin and Duggan (1996) summarized the unique aspects of HIV as a chronic 
condition as well as the challenges that this provides for the management of 
the condition. Wiener, Theut, Steinberg, Riekert and Pizzo (1994) measured 
the psychological adaptation of parents of HIV+ children using standardized 
measures. They studied anxiety, depression and anticipatory grieving and 
their relation to the child’s age at diagnosis, whether the parents were positive 
and other variables related to the child. Generally the carers had higher levels 
of depression and anxiety and the older the child was at diagnosis, the higher 
the levels of anxiety and depression. However, they did not measure the time 
since diagnosis, thus allowing for an adjustment period and age at diagnosis
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was confounded with route of transmission. This study did not have older 
children with vertically acquired HIV. Interestingly parents were most anxious 
when children were ill but not requiring hospitalization. This not only has 
implications for community service provision but might suggest that these 
children may have more limited opportunities for development of skills as 
parents may feel particularly protective. The study also found that biological 
parents, irrespective of their health status, were more anxious and depressed 
than other carers. It should be noted that the population of the study was 
predominantly Caucasian in ethnic origin.
Speigel and Mayers (1991) reviewed the psychosocial aspects of HIV/AIDS, 
particularly noting the major impact that HIV as a chronic disease can have 
upon personality development. This might include difficulties in establishing a 
primary attachment during infancy and might result in separation or 
detachment difficulties. Later in childhood children may experience 
interference with the development of a sense of self-competence and esteem 
that has a knock on effect upon area of socialization, academic achievement 
and skill acquisition. Children and adolescents may also exhibit depressive 
symptomatology, resulting in the kind of behavior that inhibits development. 
Grubman et al. (1995) described the clinical, immunological and psychosocial 
characteristics of 42 children, aged 9 years and older,, who acquired HIV 
through vertical transmission. Information was gathered from records so data 
was not complete on all parameters for all children. Of interest to this 
discussion, 76% (32 out of 42) of the children were orphaned through 
maternal death and 60% (25 out of 42) were cared for by extended family. 
76% of the sample were attending regular mainstream school. About 25% 
were assymptomatic and had relatively intact immune systems. The rest, 
however, were living with a chronic disease that probably has an impact on 
daily life apart from the direct impact of HIV on the central nervous system, 
cognitive skills and adaptive behavior. Psychometric testing suggested that 2 
(6.9%) out of 29 children were functioning in the above average range, 22
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(75.8%) within the normal range, 4 in the borderline and 1 in the mildly 
impaired range.
Grubman et al. (1995) recognized that perinatally acquired HIV has much in 
common with other chronic, life-threatening conditions. This includes "school 
absenteeism for medical visits, recurrent hospitalizations for acute illness, 
difficulty in keeping up with schooling, the need to take medications, and 
looking or being 'different'." They note the consequential impact on self­
esteem and the vicious circle of continuing difficulties in psychological well 
being and behavioral expression. The percentage of children who had 
experienced maternal death, however, emphasizes the different experience of 
these children. Thus research into development needs to acknowledge both 
the unique aspects of HIV as well as the factors it has in common with their 
other chronic conditions. Research may also need to include an assessment 
of personality and coping mechanisms.
1.6 Developmental problems associated with demographic factors
Laucht et al. (1997) examined in detail the developmental outcomes of infants 
born within the context of a constellation of biological and psychosocial risks. 
Three hundred and fifty children were assessed prospectively for the first 54 
months of life using standardized measures of motor, cognitive and social- 
emotional development. They found a differential impact of risk factors on 
specific outcomes. Biological risks included pre-, peri- and neonatal 
complications. Psychosocial risk was defined by the ‘presence of unfavorable 
familial characteristics.’ These characteristics included educational level of the 
parents, living conditions, parental psychiatric difficulties, lack of social 
support, single-parent family and poor coping skills, amongst many others. 
Psychosocial risk factors became more significant in predicting developmental 
outcome with increasing age and were correlated to poorer outcomes in all
197
areas. Biological risks became less significant in predicting developmental 
outcome with age and only tended to be associated with motor outcomes.
As pointed out previously, HIV occurs in a population where biological and 
psychosocial risks for developmental compromise exist apart from the HIV. Of 
note is the conclusion that the biological risks are associated with poor 
developmental outcome, particularly motor difficulties (Laucht et al., 1997). 
Motor difficulties are frequently seen in younger HIV+ children with 
symptomatic disease. These factors may be confounded with the direct 
effects of HIV on the central nervous system. Similarly psychosocial risks 
became more dominant in affecting the development of older children. These 
factors should be considered and daily functioning and adaptive behavior 
(reflecting general development) measured, as children survive longer. The 
study also supports the hypotheses that adaptive behavior is affected by a 
constellation of factors not just HIV-related central nervous system disease.
To demonstrate these ideas it is helpful to present findings from the literature 
on intravenous drug using mothers. Besides the effects of maternal drug-use 
during pregnancy there are also factors associated with the lifestyle of drug 
users that are likely to affect the lifetime development of children. Hogan
(1998) suggested that children's psychosocial development is likely to be 
affected through 3 mechanisms. These mechanisms are the deprivation of 
physical care, impeding their socio-emotional development and cognitive 
development and by influencing children to use drugs themselves. These 
possible influences upon development are not generally reported or 
considered in studies of children with mothers who are intravenous drug 
users. One exception was Diamond et al. (1990) who examined the 
neurodevelopmental status of 50 babies born to HIV+ mothers, subsequently 
taken into foster care. The children ranged in age from four months to 8 years 
and had been received into care due to problems associated with substance 
misuse and social dislocation (not defined in the study). By controlling the
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environment within which the children were being raised it was hoped to 
identify the areas of functioning that were most affected by HIV infection. The 
assessments of cognitive functioning (measured by age appropriate 
psychometric tests) and neurological abnormalities were significantly different 
for the HIV+ and HIV negative children. They concluded that the rates of 
difficulties were similar to children who remained living with their biological 
parents, therefore indicating that there are direct effects of HIV on the central 
nervous system. However it is not clear at what age the children were taken 
into care and there remains the possibility of prenatal and perinatal risks 
affecting development.
Levenson et al. (1992) examined the cognitive functioning of 41 school aged 
HIV+ children who had acquired the virus through vertical transmission. They 
compared these to 8 children born to HIV+ mothers and were particularly 
concerned with the factors that may confound the relationship between HIV 
disease and cognitive functioning. They point out that 57% of children with 
AIDS in New York in 1992 were born to mothers using drugs. As a 
consequence there are a number of adverse socio-economic risk factors 
present in this group, which are independently associated with developmental 
difficulties. Previous studies have found that there are no significant 
differences between HIV+ children and serorevertors at an early age and 
assessment.
To control for additional factors, including gender, and ethnicity, prenatal 
exposure to drugs, Levenson et al. (1992) examined the effects of these 
factors on the different groupings. No significant effects were found in 
cognitive functioning for either gender or ethnicity. However, the groupings 
may have been too small for analyses to reach significance. These studies 
again underline the need to clarify the role of HIV disease in conjunction with 
variables such as environmental deprivation and prematurity on cognitive 
functioning and adaptive behavior. The presence of cognitive difficulties may
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be due to shared environmental risk factors and in utero exposure to HIV 
irrespective of permanent HIV transmission. Many of the studies reviewed in 
section 1.5 also demonstrated that demographic or social-ecological factors 
were instrumental in relationships between chronic conditions and 
development. Rather than indicating a simple relationship between HIV 
disease and central nervous system damage the studies reviewed suggest a 
complex interaction of factors.
1.7 A summary of the literature review
This review of the literature has established what is known about the 
development of HIV children, particularly from a cognitive point of view, but 
also from a wider developmental perspective. Measures of adaptive behavior 
have been used to describe the direct and indirect effects of HIV upon 
development. Communication skills seem to be particularly affected although 
other areas of skill are also compromised.
f  ■
Information has also been presented clarifying the demographic and 
psychosocial background of these children and their siblings. It has been 
established that as children are surviving longer we need to have this wider 
perspective of development as well as considering a wider number of 
variables or factors that contribute to development. Not only are there 
condition specific biomedical variables that need to be taken into account but 
also the general difficulties that come with coping with any chronic condition. 
Research has also highlighted that socio-economic and psychosocial factors 
that occur in the population affected by HIV, although independent of HIV 
must also be considered. All of these factors are summarized in Table 2.
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Table 2 A summary of the factors that may affect development in HIV+ 
children
Perinatal factors Alcohol and drug use during pregnancy 
Poor antenatal care, including nutrition and illnesses 
Premature gestation 
Low birth weight
Mother HIV+ during pregnancy and her immunological health 
AZT (or other HIV medication) during pregnancy
Medical factors Immunological decline (severity)
Mode of transmission (plus timing of transmission from mother to 
child if vertical transmission)
Failure to thrive
Repeated infection and treatment
Central nervous system compromise (HIV related or non HIV- 
related)
Psychosocial factors Coping with a chronic disease (the illness experience) - school
absenteeism and outpatient appointments
-hospital admission
-medication intake
-visibility
Loss and bereavement (maternal death)
Demographic (or 
social-ecological) 
factors
Home environment and patterns of caretaking 
Socio-economic status 
Ethnic origin 
Gender
Individual factors Personality and coping strategies (perhaps mediating factors)
In section 1.5 a model for research was presented (Varni and Wallender,
i  '
1988). The research into chronic disease including specific research into HIV 
and its effect upon development suggests the possibility of using the model in 
understanding the factors that contribute to overall functioning and 
development. For the purposes of this study it helps provide a framework for 
the identified variables and their possible direct and mediating roles in 
developmental outcomes. However, the complex interaction of psychosocial, 
biological and disease effects upon the central nervous system of HIV+ 
children requires a detailed large scale study. This study was conceived as a 
pilot or strand of research that will contribute to a London multi-center project. 
Within this context the aim was to look particularly at adaptive behavior and 
consider the relevance, validity and feasibility of including a measure of 
adaptive behavior in the larger study. Describing and controlling for the 
variables thought to contribute towards development and adjustment will form 
a part of the study.
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1.8 Methodological issues in researching development in the pediatric 
HIV population
Finally in this introduction it is necessary to highlight some of methodological 
issues that need to be considered in the design of a research study.
The previous sections propounded the examination and measurement of 
multiple covariants. Ironically, this can lead to small group numbers, 
particularly when factors have multiple levels (for example, parental education 
or ethnic group) and consequential loss of statistical power. It may even be 
impossible to run a statistical test. Levenson et al. (1992) highlighted this 
problem that occurs frequently in HIV research. This suggests that the 
number of factors or the number of levels per factor may need to be reduced 
with the obvious consequence of losing information. Inter-relationships 
between factors will also be difficult to distinguish with small participant 
numbers. Statistical tests will not be applicable (for example, chi-square 
demands that the expected frequency per cell is at least 5 (Kinnear and Gray, 
1997)). Research with small numbers may only be able to highlight patterns 
and trends and not identify causal relationships or identify factors that 
contribute to a model of interaction between variables and predict outcome. 
Nevertheless with an under-researched population, such as that of the UK, 
describing the population and identifying trends is of value as a starting point 
in the road to full understanding.
A final conundrum is that of defining a control group. ‘Siblings’ are often used 
as controls. Frequently, none of the factors that are presumed to be controlled 
for are actually checked. ‘Siblings’ are usually children born to HIV+ mothers, 
but do not go on to become HIV+ themselves. At first their immune system 
contains their mother’s antibodies. The levels usually decline rapidly following 
the first few months of life finally disappearing by about 18 months.
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Consequently this group is also known as ‘serorevertors’. They are not always 
the brothers and sisters of HIV+ children so are often wrongly described as 
sibling groups. However, the children are presumed to be born into similar 
socio-economic backgrounds and therefore experience the same 
environmental influences and risks for developmental compromise. This really 
only controls for this aspect of HIV+ children’s experience. As demonstrated 
here, coping with a chronic life threatening condition within the family may 
also affect development and functioning, but in different ways to those 
children who have HIV or another chronic condition. Whether being exposed 
to HIV antibodies during fetal and early development irrespective of 
transmission affects development is also not really known. Therefore, this 
group provides a good control in some respects but other factors need to be 
examined. This group is described as ‘affected’ children in this study. It would 
also seem helpful to include a comparison group controlling for demographic 
variables and other variables already identified as affecting development, but 
without the experience of either having a chronic condition or living with a 
chronic condition in the family. These variables are detailed in section 2.1.4.
» ■
There are other methodological considerations but these are two of the major 
ones affecting this field of research. These are also complicated by ethical 
consideratipns. The group of children available to researchers is small and it , 
is important to not expose them to multiple research projects. This firstly limits 
the numbers available but also means that research also should be clinically 
relevant and if possible done within the context of clinical management. This 
may limit the assessment tools used and the possible outcome measures. It 
may also bias the sample in that children who have not yet been diagnosed 
(presumably because they have not presented with symptoms) are not 
included in studies. This bias seems impossible to avoid. This study has 
attempted to work within these confines.
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1.9 Research questions and hypotheses summary
The review of the literature suggests that there are factors in the development 
of HIV+ children that have not been examined. In particular variables 
contributing to development have not been considered. The review generates 
the following hypothesis and questions.
1.9.1 Main hypothesis
HIV as a condition that directly affects the central nervous system will
compromise adaptive behavior but these effects are likely to be concentrated
in certain areas of functioning. Adaptive behavior as a measure of overall
development is affected by a multitude of factors. These factors can be
grouped into disease variables, maternal and individual factors, socio-cultural
and psychosocial factors. HIV co-exists with many of the variables that affect
development. Therefore, the adaptive behavior of children living with HIV in
the family are likely to be equally affected, although there may be differences
* ‘
in different areas of developmental functioning. Children with HIV are also 
likely to be underfunctioning or underachieving because of the effects of 
coping with a chronic disease and coping with living in a family with HIV 
where life is stressful and opportunities for development are limited.
1.9.2 Research questions
• How similar are the demographic, socio-cultural and experiential 
backgrounds of a group of HIV+ children and a group of children not 
themselves HIV+ but affected by HIV in the family (Affected children)?
• Do HIV+ children have lower levels of adaptive behavior than:
(a) children affected by HIV;
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(b) children from a similar social-cultural and demographic 
background but no HIV in the family?
Are there differential effects upon adaptive behavior, so that HIV+ children 
and Affected children HIV do not present with uniform developmental 
profiles on the VABS? Do scores in certain areas of skill show weaknesses 
compared to overall performance?
Do any of the independent variable differences between the HIV group, the 
Affected group and the control group contribute towards differences in 
adaptive behavior?
Do HIV+ children also present with behavior and emotional difficulties and 
poor social competence in comparison to a control group or are Affected 
children as vulnerable to these adjustment problems?
Do HIV+ children and Affected children achieve levels of adaptive behavior 
that would be predicted from their cognitive ability?
f
Does adaptive behavior vary with HIV disease severity, indicating that 
higher levels of immune suppression (and perhaps greater central nervous 
system compromise) are more likely to result in lower levels of adaptive 
behavior? Does disease severity contribute to particular weaknesses in the 
adaptive behavior profile?
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2. Method
2.1 Participants
The study focused on children of school age. Children were excluded if they 
had a recognized or diagnosed learning disability, or a diagnosed neurological 
problem. Children with HIV were also excluded if the route of acquisition was 
not vertical. None of the carers recruited to the study were known to use 
intravenous, illegal drugs. Details of the data gathered on each child are 
presented in section 2.3.
2.1.1 Groups and method of recruitment
Children were recruited for the following groups:
HIV seropositive (HiV+). The carers of all HIV+ children, aged between 4 and 
12 years, living in the London boroughs of Lambeth, Southwark and 
Lewisham, were approached for permission to use the results of routine 
developmental assessment in the study. All HIV+ children that attend local 
hospital clinics are routinely monitored with an assessment battery that 
includes the Kaufman Assessment Battery for Children (K-ABC) (Kaufman 
and Kaufman, 1983), the VABS and the Strengths and Difficulties 
Questionnaire (SDQ) (Goodman, 1997). Other factors are also routinely 
collected as part of the assessment process. As part of initial consent to 
assessment and treatment, carers were asked for separate permission to 
contact the child’s school and permission to use assessment results in 
research (see Appendix 2).
HiV Affected (AFF). The carers of children aged 4 to 14 years and already 
known to the pediatric hospital and community services were approached 
about participation in the study. The children were not themselves HIV+ but
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had to be either the child of a carer with HIV or the sibling of a child with HIV. 
'  The children had either been tested or it was known that the mother had not 
been HIV+ during pregnancy. Many siblings were too old for inclusion in the 
study and the sample has the obvious bias of a sample selected from a 
referred group. However the families had not all been referred for 
psychological support as the services include medical and nursing services. 
Data was collected as either part of the routine clinical service provided to 
Affected children or following specific recruitment to the study.
To check the comparability of the HIV and Affected groups adaptive behavior 
a number of variables were matched. These were sex, ethnic origin, number 
of carers living at home, relationship of carer to child, time in Britain, time in 
current home, status of home, immigration problems, carer's first language, 
main language spoken at home, child bilinguality, school absenteeism, the 
experience of emigration, the experience of bereavement, attendance at 
outpatient appointments, SDQ Prosocial and Difficulties scores, and IQ 
estimate. Details of analysis are presented in Appendix 3. There were 
differences in age, education of carer, hospital admissions and exposure to 
HIV during pregnancy. The differences in the first two are of interest and 
discussed in section 3.1.4. The differences in the latter 2 variables were to be 
expected for a comparison between groups with and without a diagnosed 
illness.
Control (CON). Volunteers were recruited through 3 local primary schools. 
Flyers (Appendix 2) with details of the study were sent via class teachers to 
parents, who then completed a tear-off slip if they were willing to take part. 
Schools were paid £5.00 for each child recruited to the study and carers were 
provided with a brief developmental report. A total of 30 carers attended an 
appointment at school where they were provided with more detail about the 
study and signed a consent form (Appendix 2). Children were excluded if they 
had any known chronic condition, including serious hearing impairment or
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r  illnesses other than HIV. As the study was suggesting that the psychosocial 
impact of coping with a chronic condition may affect development, children 
with other conditions needed to be excluded from this comparison group. 
Children were assessed at school on the same day as the appointment.
V  Children included in the control group were similar to the HIV group for a 
-  number of variables. These were sex, age, education of carer, ethnic origin, 
number of carers living at home, relationship of carer to child, time in Britain, 
time in current home, status of home, immigration problems, carer’s first 
language, main language spoken at home, child bilinguality, school 
absenteeism, SDQ Prosocial and Difficulties scores, and IQ estimate. Details 
of the analysis of association for each variable are presented in Appendix 3.
1 Where this was not possible data was examined to try and ensure similarity,
I and children excluded from the control group if they were extremely different 
1-to the HIV or Affected groups. There were differences in the experience of 
emigration, the experience of bereavement, attendance at outpatient 
appointments and hospital admissions; mostly differences that were to be 
expected for a comparison between groups with and without a diagnosed 
illness. The children came from various ethnic minority backgrounds (3 Black 
African, 4 Black British, 2 Greek-Cypriot, 1 Turkish, 6 Indian sub-Continent) 
but this variables was dichotimized in the analysis (White British/Minority).
Children in the control group were also comparable to the Affected group for 
similar variables. These were sex, education of carer, ethnic origin, number of 
carers living at home, relationship of carer to child, time in Britain, time in 
current home, status of home, immigration problems, carer’s first language, 
main language spoken at home, child bilinguality, school absenteeism, SDQ 
Prosocial scores, and IQ estimate. Details of analysis are presented in 
Appendix 3. There were differences in age, the experience of emigration, and 
the experience of bereavement, attendance at outpatient appointments and 
SDQ Difficulties scores.
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2.2 Measures
As discussed in section 1.8 the selection of instruments had to be made within 
the context of clinical relevance as well as measuring the aspects of 
development that have been identified as important. The selections meet 
these considerations as well as pragmatic and other theoretical 
considerations.
2.2.1 Vineland Adaptive Behavior Scales (VABS)
The Survey version of the VABS (Sparrow et al., 1984) was chosen to 
measure the kind of behavior that reflects the ‘personal and social sufficiency' 
of children. It measures behavior in four domains: Communication, Daily 
Living Skills, Socialization and Motor Skills. These are combined to yield a 
Composite score. For the purposes of this study the Motor Skills domain was 
not investigated separately as it is only available for children younger than 6 
years. As the Motor domain was not administered for children under 6 years, 
the score was prorated according to information provided by the manual. The 
Survey form has 297 items and was completed by interviewing the main 
caregiver of the child. This interview lasted between approximately 25 and 40 
minutes. As an assessment measure, the scale is useful in that it does not 
rely upon a one-off testing situation but assesses behavior that is generally 
displayed. The Survey version also yields the same type and quality of 
information as the longer Expanded version, without needing the time for 
administration.
The scale yields norm-referenced information based on a representative 
sample of 3,000 children from the USA. This sample included 26% from 
minority groups. The manual describes the development and standardization 
of the scale in detail. Reliability data is reported in full, including internal 
consistency, test-retest and inter-rater reliability. Construct and content
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validity were also examined in detail. The standardization studies found 
differences in scores between female and males particularly for 
Communication, Daily Living Skills and the Composite score. For this reason 
the study groups were matched for sex.
Leland (1973) noted how “different social and cultural groups make different 
demands on the individual.” He argued against the need for multiple separate 
scales for each grouping (based on numerous demographic variables such as 
age, sex, geographic area, etc.), instead suggesting a more functional and 
practical solution. This instrument should "center on broad patterns of 
necessary and desirable behaviors in a variety of realms." It is felt the VABS 
meets these criteria although interpretation of the results needs to consider 
the role of culture. Even though Sparrow et al. (1984) found that minority 
group mean scores differed only by a few points from the majority white 
section of the standardization sample, they also recommend that the VABS is 
used in conjunction with assessment of intellectual capacity to produce fairer 
and complete evaluations of development in minority group. An estimated IQ 
measure is included in the measures for this and other purposes (see section 
2.2.3). The participants in this study also differed in cultural origins when 
compared to the standardization sample.
Table 3 is reproduced from the manual and describes the organization of the 
content of the domains and subdomains. A full list of items can be seen in 
Appendix 1.
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Table 3. Content description of VABS (Survey version) items by Domain 
and Subdomain (Sparrow, Balia and Cicchetti, 1984)
Domain and Subdomain Content
Communication
Receptive
Expressive
Written
What the individual understands
What the individual says
What the individual reads and writes
Daily Living Skills
Personal
Domestic
Community
How the individual eats, dresses and practices 
personal hygiene
What household tasks the individual performs
How the individual uses time, money, the telephone 
and job skills
Socialization
Interpersonal Relationships 
Play and Leisure Time ^. 
Coping Skills
How the individual interacts with others
How the individual plays and uses leisure time
How the individual demonstrates responsibility and 
sensitivity to others
Motor Skills
Gross
Fine
How the individual uses arms and legs for movement 
and co-ordination
How the individual uses hands and fingers to 
manipulate objects
Adaptive Behavior Composite A composite of the Communication, Daily Living Skills, 
Socialization and Motor Skills Domains
There are clear instructions for administration and a detailed item scoring 
criteria. Standard scores can be calculated for all the domains and the 
Composite measure. The standard scores have a mean of 100 and a 
standard deviation (S.D.) of 15. Thus age differences between the study
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groups even though significant did not affect the inter-group comparisons. 
Age equivalents and adaptive levels are available for the domain and 
subdomains. The Composite and domain standard scores were used in the 
analyses. Age ratio scores were computed for the subdomains [(age 
equivalent /chronological age) x 100]. These reflect the degree to which the 
child’s behavior is consistent with expectations for their age level (Welters et 
al., 1994). Adaptive level classifications are also available for the domain and 
subdomain scores. These were divided into low (more than 1 S.D. below the 
norm), normal (1 S.D. below the norm to 1 S.D. above the norm) and high 
(more than 1 S.D. above the norm) for the purposes of data analysis.
The VABS is also useful as an instrument tool as it covers a wide age range 
and enables the study of a wide range of children within one study. This also 
enables continuous assessment for clinical and research purposes.
2.2.2 Strengths and Difficulties Questionnaire (SDQ)
Research has demonstrated how it is important to assess the behavioral 
difficulties to obtain an idea of how these might be affecting the acquisition of 
adaptive behavior. Hurtig and White (1986), for example, found a range of 
behavioral problems in children and adolescents with sickle cell disease. 
These behaviors increased with age and affected social functioning and 
coping. Mulhern, Wasserman, Friedman and Fairclough (1989) found a 
fourfold increase in behavioral problems compared to the normal population 
for children who were long-term survivors of cancer. It was these behaviors 
that predicted poor adjustment and functioning rather than visual scars or 
residual physical problems.
The maladaptive scale of the VABS was not considered appropriate because 
it includes behaviors such as sucking thumbs or biting fingernails. Many of the 
other available scales are also fairly lengthy and the logistical problems of
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asking teachers and parents to complete a scale had to be considered. For 
these reasons the SDQ was chosen (Goodman, 1997).
The SDQ is a brief behavioral screening instrument specifically designed to 
meet the needs of clinicians, researchers and educationalists. It has a good 
correlational match to the longer Rutter questionnaires (Rutter, 1967) 
demonstrated by its ability to discriminate clinical populations. It has the 
advantage of identifying strengths in the child’s behavior (prosocial behavior) 
as well as screening inattention, conduct, emotions and peer relationships. 
Details of Rutter-SDQ correlations are provided in Goodman (1997) along 
with further validity, reliability and construct information.
The scale can be seen in Appendix 4. It has 25 items that are divided into five 
scales of 5 items each: hyperactivity, emotional symptoms, conduct problems 
and peer problems (which are combined to form a Difficulties scale) and a 
Prosocial scale. Each item is scored on a 3 point scale using the phrases ‘not 
true’, ‘somewhat true’ and ‘certainly true’. Detail of individual items is provided 
in the Appendix. Carers or teachers can complete the scale. Norms are 
provided that divide scale scores into normal, borderline and abnormal ranges 
(with slightly different classifications for teacher and carer rated scales) (see 
Appendix 4). The norms or ‘caseness’ are not age group referenced so the 
interpretation of scores needs to take the age of the child into account. The 
scale is intended to screen for these behaviors in children aged 4 to 16 years.
The scale was completed by carers following the assessment of adaptive 
behavior. Aid was given if carers did not understand the language (for 
example clingy, fidgety). Teachers were also sent the scale (along with the 
form requesting information on attendance and attainments - see Appendix 5). 
For the purposes of this study teacher and carer completed scales were 
combined and mean Difficulties and Prosocial scores were computed. Scores 
were also recorded as normal or abnormal to facilitate statistical analysis.
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Where scores fell into the borderline range, the scores were classified as 
abnormal for the analysis as it was important not to miss children who were 
displaying difficult behaviors.
2.2.3 Estimate of IQ
Adaptive behavior is assumed to vary with cognitive ability. Therefore it was 
necessary to have at least an estimate of cognitive ability to control for the 
effect of cognitive ability upon the results of the VABS. The Triangles subtest 
of the K-ABC (Kaufman and Kaufman, 1983) was chosen. The scale provides 
a standard score with a mean of 10 and a standard deviation of 3.2. The 
battery was standardized on a sample of 2000 children drawn from a stratified 
sample in the USA. 36% of these children were also involved in the 
standardization of the VABS. The manual of the VABS (Sparrow et al., 1984) 
presents evidence of the validity of making direct comparisons between K- 
ABC and VABS scores. Assessment of reliability split half coefficients 
suggested good reliability and construct validity has strong support from a 
number of correlational stuclies (Kaufman and Kaufman, 1983).
The Triangles subtest is an adaptation of the Block Design test developed by 
Wechsler and used in the WISC (Wechsler, 1977). Kaufman and Kaufman 
include it in the battery because of its ability to measure simultaneous 
processing and its value as a clinical tool particularly in tapping into right 
hemisphere processing. It specifically measures processing in visual-motor 
coordination and non-verbal concept formation. It also requires several other 
cognitive skills including analysis, fluid ability, perceptual organization, 
reasoning, reproduction of a model, spatial ability, visual-motor co-ordination 
and visual perception of abstract stimuli and synthesis of part-whole 
relationships. This makes the Triangles subtest a good estimate of general 
ability. The correlation between the Mental Processing Composite (MPC) 
score (the overall score of the K-ABC) is 0.68 for school age children, the
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highest correlation of all the subtests. In this sample of HIV+ children the 
bivariate Pearson correlation between the MPC score and the Triangles sub­
test was 0.787 suggesting the Triangles sub-test was a good estimation of IQ 
level. The major areas of skills not measured are language skills. It was felt 
that an estimate of IQ should be as independent from language skills as 
possible to avoid the influence of a lack of understanding of the task. The 
Triangles subtest suited this purpose.
The test lasts about 5 minutes and is generally quite appealing to children. It 
measures a child’s ability to arrange identical yellow and blue rubber triangles 
into a pictorially presented abstract design. The scaled score was used as the 
estimate of IQ. Further cognitive or neuropsychological assessment was not 
attempted for this study although K-ABC MPC scores were calculated for the 
HIV+ children within the context of clinical management. These scores were 
used in the analyses where relationships between disease severity and 
development were examined.
2.1.4 Measurement of factors thought to contribute to development or 
reflecting development.
These factors were identified in section 1 and summarized in Table 2. The 
following lists the variables that were collected for the study.
Demographic and socio-cultural details. Ethnic origin (mother), main carer’s 
first language, main language spoken in the home, child’s bilinguality, time 
living in Britain (main carer and child), carer’s education (if 2 carers, higher 
noted), number of carers in the home, relationship of main carer to child, time 
in current home, permanence of home, number of homes in last 24 months, 
immigration status (main carer and child) and experience of the death of a 
close family member or friend (not biological mother).
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Individual details. Age, gender.
Illness details. CD4 percentage, viral load, HIV anti-retroviral medication, date 
of first diagnosis in family, date of child’s diagnosis, frequency of outpatient 
appointments, number of hospital admissions in last 24 months, child’s 
knowledge of own diagnosis.
School factors. SATS results or attainments, school attendance (during last 
school year or during last school term if last year attendance record was not 
available), special needs stage, school year, time at current school, number of 
schools attended.
Maternal factors. HIV exposure during pregnancy, AZT exposure during 
pregnancy, number of hospital admissions in last 24 months, child’s 
knowledge of carer’s diagnosis, maternal (biological) death.
Information was collected on a standardized data sheet (Appendix 6). Not all 
the variables were used in the analyses of the results. Some were excluded, 
as it proved impossible to gather complete data for all the children. For 
example it was difficult to gather data on school attainments either because 
carers requested no contact with school or because schools did.not reply to 
requests for information (e.g., SATS results and attainments). Other variables 
were included for information purposes only. These were child’s knowledge of 
diagnosis and carer’s diagnosis, time since first diagnosis in the family and 
child’s diagnosis, the number of schools attended, time at current school and 
special needs stage.
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2.3 Data collection
Illness details. Information was gathered from hospital medical records. This 
was also corroborated by information from carers. Medical records were not 
examined for carers, HIV Affected children and the control group. Information 
on hospital admissions and frequency of outpatient appointments was 
gathered directly from the carers. Medical records were available for all the 
HIV+ children except for 1 child whose records had been sent to another 
hospital. Measures of illness severity were identified for as near as possible 
to the date of the assessment of adaptive behavior. Illness severity for the 
HIV+ children was based on the classification produced by the Centers for 
Disease Control (1994). See Appendix 7 for the full details of the 
classification.
School information. Where permission was not given for the researcher to 
contact the child’s school information was gathered from school report or 
directly from the carer. Otherwise a standard letter and a form were sent to 
the contact named by the carer (Appendix 5). The child’s teacher was also 
asked to complete the Teacher version of the SDQ. A stamped addressed 
envelope was provided to try to encourage a response. However, response 
rates were variable and even telephone requests and further letters did not 
always produce the information. End of term reports seemed to provide the 
most reliable source of information, although these are not always available. 
As a result of the poor response rate, school attainments (either reading age 
or SATS results) were excluded from the analysis. An average of the results 
of the SDQ was also calculated.
Other background details. As mentioned previously, these variables were 
gathered using a standardized data sheet at the start of the interview with the 
carer. A copy of the mastersheet that includes direction for coding can be 
seen in Appendix 6.
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2.4 Statistical analysis
Analysis of the data was undertaken using the Statistical Package for Social 
Sciences for Windows. The study yielded 3 samples of independent scores. 
Analysis of variance (ANOVA) was performed across all groups to examine 
the data for significant differences that could account for differences in 
performance or attainment of adaptive behavior. The critical value of p used to 
test for significance was 0.05 or beyond. Where the results were significant at 
p=0.01 or beyond this is also noted. Post hoc multiple comparisons were 
made using the Bonferroni Method. A higher critical value of p was used for 
the post hoc Bonferroni analysis to avoid type 1 errors (assuming a significant 
difference when none actually exists). This cautious approach to analysis was 
used because of the small group numbers, the repeated number of analysis 
and the accumulated possibility of family-wise error.
Cross-tabulation and chi-square were used to examine categorical data. 
Further details of method of analysis are provided alongside the reporting of 
results.
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3. Results
3.1 Description of the groups
It was felt that the similarity of the HIV+ and Affected groups had to be 
checked before their adaptive behavior was compared. Demographic, socio­
cultural and experiential data was collected for all three sample groups. Table 
4 summarizes this data. Complete data and analysis of associations between 
groups and variables (chi-square for nominal data and AN OVA for interval 
data) are presented in Appendix 3. As described in section 2.1, the groups 
were matched for a number of variables that may affect adaptive behavior. 
The unmatched variables and their possible affect upon adaptive behavior are 
examined in section 3.4.
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Table 4 A summary of demographic, socio-cultural and experiential data 
by group
Variable Level
HIV+
Group
N=16
Affected
Group
N=16
Control
Group
N=16
Significant
differences
Sex Female 10 6 8
Male 6 10 8
Age (months) Range 48-127 68-178 53-135 AFF different 
to HIV & CONMean 79 117 88
Ethnic background^
Black African 15 13 3
Black British 0 / /  -1L 4
White British 0 2 0
Indian sub-con 0 0 9
White Europe 1 0 0
Carer’s education 12 years or less 4 10 5 HIV 
different to 
AFF
More than 12 
years
12 6 11
Mothers first language not English 13 8 3
English not spoken at home as first 
language
6 5 4
Child bilingual 7 5 7
Time in Britain (main 
carer)
less than 5 yrs 4 4 0
5 years or more 12 12 16
Emigration 
experience (child)
born in Britain 10 7 2 CON 
different to 
AFF & HIV
emigrated from 
country of birth
6 9 14
Time in current 
home
less than 2 yrs 5 8 6
2 years or more 11 8 10
Housing stability (temporary home) 0 2 2
Main carer 
relationship to child
Biological family 15 13 16
Foster 1 3 0
Number of carers One 8 11 7
Two 8 5 /  9
Death of mother 11 10 0 CON 
different to 
AFF & HIV
Death o f other; family or close friend : 7 10 : 5 CON 
different to 
AFF & HIV
School year Range 0-6 1-10 0-
Mode 1 5
School absence Negligible ' 8 , , 13 10 :
Moderate , \  5 ' , 1 , 5
High 3 '  2 1
Special needs 4 6 1
i
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3.1.1 HIV+ children
Sixteen children were assessed. Ten of the children were female and 6 were 
male. The mean age of the children was 79 months (6 years 7 months) and 
they varied in age from 48 months (4 years) to 127 months (10 years 7 
months) with a standard deviation of 26 months.
The children were all at primary school, ranging in year from reception to year 
6. The largest number of children was in year 1. One of the children was not 
attending school (although occasionally attended a hospital based school). 
Most children (8) had only attended one school (including nursery). Six 
children had attended 2 schools. Only one had attended three. Eight children 
presented with minimal school absenteeism (less than 5% absence) whilst 5 
presented with moderate absence (6 to 15%). Three HIV+ children presented 
with high absenteeism (16% or more). The mean absenteeism was 11% 
(S.D.= 19.5%). However when the child who was not attending school was 
excluded the mean absenteeism was 6.8% (S.D.=7.0%). Only 4 of the 16 
were recognized as having special needs (registered at school on Stage 1 or 
above of the Code of Practjce).
Fifteen of the 16 children were from Black African backgrounds (defined by 
the mother’s ethnic origin), whilst the other was from a white European 
background (but also not white British). Only 3 of the main carers spoke 
English as their first language whilst 10 of the families spoke mainly English at 
home. Seven of the children were bilingual. Six of the main carers had been 
living in Britain for more than 10 years although none of them were born in 
Britain. Six had been in Britain for between 5 and 10 years, 3 for between 3 to 
5 years and 1 for between 1 and 3 years. Ten of the children were born in 
Britain, 1 had been in Britain for more than 10 years, 2 for between 3 and 5 
years, 2 for between 1 and 3 years and 1 for less than a year. Three of the 
carers and 2 of the children had immigration problems. Nine of the families 
had lived in their homes for between 2 and 5 years and 2 for more than 5
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years. One had lived in the current home for less than 6 months, 2 for less 
than a year and 2 for less than 2 years. All the families lived in permanent 
homes.
Four of the carers had received education up to secondary level whilst 10 had 
gone on to take higher qualifications. A further 2 had professional 
qualifications. Eight of the families had 2 carers at home and 8 one carer. 
Fifteen of the carers were a parent or a close family member whilst 1 of the 
children lived with foster parents. Seven of the children had experienced the 
death of their mother and 11 of the children had experienced the death of at 
least one close family member or friend. Twelve of the carers were 
themselves HIV+ but none of the children knew anything of their carer's 
diagnosis. Only one carer had been admitted to hospital during the last 2 
years.
3.1.2 Affected Children
Sixteen children were assessed. Six of the children were female and 10 were 
male. The mean age of the children was 117 months (9 years 9 months) and 
they varied in age from 68 months (5 years 8 months) to 178 (14 years 10 
months) with a standard deviation of 30 months.
All but 2 of the children were at primary school, ranging in year from year 1 to 
year 10. The largest number of children was in year 5. Most children (11) had 
attended two schools (including nursery). Two children had attended 1 school 
and 3 children had attended 3 schools. Thirteen children presented with 
minimal school absenteeism (less than 5% absence) whilst 1 presented with 
moderate absence (6 to 15%). Two children presented with high absenteeism 
(16% or more). The mean absenteeism was 6% (S.D.=11.6%). Six of the 16 
were recognized as having special needs (registered at school on Stage 1 or 
above of the SEN Code of Practice).
222
Thirteen of the 16 children were from Black African backgrounds (defined by 
the mother’s ethnic origin), whilst the 2 were from a white British background 
and 1 was from a Black European background. Half (8) of the carers spoke 
English as their first language whilst 11 of the families spoke mainly English at 
home. Five of the children were bilingual. Nine of the carers had been living in 
Britain for more than 10 years although none of them were born in Britain. 
Three had been in Britain for between 5 and 10 years, 3 for between 3 to 5 
years and 1 for between 1 and 3 years. Seven of the children were born in 
Britain, 1 had been in Britain for more than 10 years, 5 for between 5 and 10 
years, 2 for between 3 and 5 years, and 1 for between 1 and 3 years. One of 
the carers arid 3 of the children had immigration problems. Six of the families 
had lived in their homes for between 2 and 5 years and 2 for more than 5 
years. One had lived in the current home for less than 6 months, 3 for less 
than a year and 4 for less than 2 years. Most (14) of the families lived in 
permanent homes whilst 2 were awaiting re-housing.
Ten of the carers had received education up to secondary level whilst 5 had 
gone on to take higher qualifications. One had professional qualifications. Five 
of the families had 2 carers at home and 11 one carer. Thirteen of the main 
carers were a parent or a close family member whilst 3 of the children lived 
with foster parents. Ten of the children had experienced the death of their 
mother and 10 of the children had experienced the death of at least one close 
family member or friend. Ten of the main carers were themselves HIV+ and 
eight of the children knew some information about their carer's diagnosis. Two 
of the carers had been admitted to hospital during the last 2 years.
3.1.3 Control Group
A similar description of the control group is presented in Table 4. For more 
detail the reader is referred to Appendix 3.
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3.1.4 Description of illness experiences and variables
3.1.4.1 HIV seropositive children
Severity of disease was estimated by CD4 percentage and viral load. Mean 
CD4% was 29%, with a maximum of 76.5% and a minimum of 28.8% 
(standard deviation 19.4). A CD4% of above 25 suggests no evidence of 
immunosuppression (see Appendix 7). Mean viral load was 108,057, with a 
maximum of 670,000 and a minimum of 50 (standard deviation 201,188). Viral 
loads are usually considered high above 100,000. This meant that 8 of the 
children were classified as having no evidence of immune suppression (as 
indicated by CD percentage), 4 had evidence of moderate disease and 3 had 
severe immune suppression. Data was missing on 1 child. Only 5 of the 
children were taking anti-retroviral medication although all 16 were taking 
prophylactic antibiotics. All the children became seropositive through vertical 
transmission and had type-1 HIV. None of the children were exposed to 
antiretroviral medication or intra-venous drug use during fetal development.
I "
The first diagnosis in the family was a mean of 58 months ago and the mean 
number of months since the diagnosis of the child was 48 months. Most 
children (10) attended hospital outpatient appointments on a frequency of 
once every 2 months, 2 children attended once per month and 1 once a 
fortnight. Two children attended on a frequency of less than every 2 months. 
Most for the children (13) had not been admitted to hospital in the last 2 years.
Only 2 of the children had full information about their diagnosis whilst 7 knew 
something about their condition, although not the name of their condition and 
its life-limiting implications. Eight had no information about their condition.
This data was collected for information purposes only.
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3.1.4.2 Affected Children
Several of these variables were also measured for the Affected group. None 
of the children were exposed to antiretroviral medication or intra-venous drug 
use during fetal development. Only one of the mothers was thought to be 
HIV+ during pregnancy. This meant that most of the Affected group results 
were not confounded by exposure to HIV during fetal development.
The first diagnosis in the family was a mean of 63 months ago. Most children 
(10) attended hospital outpatient appointments on a frequency of once every 
2 months or less. One child attended once every 2 months, 2 children 
attended once per month and 3 once a fortnight. None of the children had 
been admitted to hospital in the last 2 years.
3.1.5 Description of ability and behavioral strengths and difficulties
In order to test whether HIV+ children present with behavior and emotional 
difficulties and poor social competence in comparison to the Affected and
i ■
control children, differences in SDQ Prosocial and Difficulties scores were 
analyzed using AN OVA. Post hoc analysis using the Bonferroni Method 
identified specific group differences. This section describes the behavioral 
profile of each group and presents the results of the comparison between 
groups. This section also presents the results of ability comparisons. Tables 
5, 6 and 7 summarize the data for each group.
Table 5 Scores on the Prosocial Scale of the SDQ by group
Mean Min. Max. S.D. Normal Borderline Abnormal
HIV+ Group 
(N=16)
8.3 4 10 2.0 14 0 2(12.5%)
Affected Group 
(N=16)
7.3 2 10 2.3 13 2(12.5%) 1 (6.25%)
Control (N=16) 8.7 5 10 1.5 15 1 0
Total sample 8.1 2 10 2.0 42 3 3
(Normal scores range From 6 to 10, borderline 5 and abnormal from 0 to 4)
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Table 6 Scores on the Difficulties Scale of the SDQ by group
Mean Min. Max. S.D. Normal Borderline Abnormal
HIV+ Group 
(N=16)
11.5 5 24 6 12 0 4 (25%)
Affected Group 
(N=16)
12.4 4 27 7.6 12 0 4(25%0
Control (N=16) 6.8 2 16 3.9 15 1 (6.25%) 0
Total sample 10.2 2 27 6.42 39 1 8
(Normal scores range from 0 to 13, borderline from 14 to 16 and abnormal from 17 to 40)
Table 7 Scaled Scores of the Kaufman ABC Triangles subtest by group
Mean Min. Max. S.D. Low Normal High
HIV+ Group (N=16) 10.4 3 13 2 1 15 0
Affected Group (N=16) 10.4 4 16 2.8 1 12 3
Control (N=16) 10.7 5 14 2.4 1 12 3
Total sample 10.5 4 16 2.4 3 39 6
(Norm=10, S.D.=3.3)
3.1.5.1 Children with HIV
Most of the children (14) presented with normal Prosocial behavior with a 
mean of 8.5. Two (12.5%) presented with abnormal Prosocial development 
which compares to 10% in a community sample (see Appendix 4). The 
minimum score was 4 and the maximum was 10. The mean number of 
Difficulties was 11.5, with a minimum of 5 and a maximum of 24. Most of the 
children (12) presented with a normal level of Difficulties whilst 4 (25%) had 
an abnormal level. This compares to 10% in the community sample (see 
Appendix 4). See Tables 5 and 6 for presentation of the data.
"The estimate of IQ or ability, using the scaled score as an equivalent, 
indicated a mean of 10.4, with a minimum of 5 and a maximum of 13 and a 
standard deviation of 2. Analysis of the scaled score indicated that 15 of the 
children scored within 1 standard deviation (3.0) of the norm (10), and only 1 
scored at a level more than 1 standard deviation below the norm. See Table 7 
for presentation of the data. The K-ABC MPC score was available for 14 of 
the children. There was a mean score of 108.5 (maximum 86, minimum 129,
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standard deviation 12.5). The IQ estimate was significantly correlated with the 
MPC score (d.f.=1, Pearson correlation=0.795, p=0.001) suggesting that it 
was a good representation of general ability.
3.1.5.2 Affected Children
Most of the children (13) presented with normal Prosocial behavior with a 
mean of 7.3. One presented with abnormal Prosocial development and 2 with 
borderline scores (a total of 18.75%, which compares to 20% in a community 
sample - see Appendix 4). The minimum score was 2 and the maximum was 
10. The mean number of Difficulties was 12.5, with a minimum of 4 and a 
maximum of 27. Most of the children (12) presented with a normal level of 
Difficulties whilst 4 (25%) had an abnormal level (compared to 10% in a 
community sample - see Appendix 4). See Tables 5 and 6 for presentation of 
the data.
The estimate of IQ or ability, using the scaled score as an equivalent, 
indicated a mean of 10.4, with a minimum of 4 and a maximum of 16 and a 
standard deviation of 2.8. Analysis of the scaled score indicated that 12 of the 
children scored within 1 standard deviation (3.2) of the norm (10), 3 scored 
more than 1 standard deviation above the norm and only 1 scored at a level 
less than 1 standard deviation below the norm. See Table 7 for presentation 
of the data.
3.1.5.3 Group Comparisons
Table 8 presents the one-way AN OVA results, comparing scores for HIV+ 
children with Affected children and the control group.
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Table 8 Results of the comparison of group means for the SDQ Scores 
and the Estimate of IQ.
d.f.
(error) F P
Bonferroni
HIV/AFF
(mean
difference)
Bonferroni
HIV/CON
(mean
difference)
Bonferroni
AFF/CON
(mean
difference)
SDQ Prosocial 
Score
2(44) 2.07 0.138 post hoc 
not 
performed
post hoc 
not 
performed
post hoc 
not 
performed
SDQ
Difficulties
Score
2(44) 3.93* 0.027 -0.97
(p=1.0)
4.65
(p=0.114)
5.63'
(p=0.035)
Estimate of IQ 2(45) 0.075 0.928 post hoc 
not 
performed
post hoc 
not 
performed
post hoc 
not 
performed
* significant at the 0.05 level or beyond ^^significant at the 0.01 level 
 ^for significance p must be less than or equal to 0.05/3 = 0.017. This 
towards significance.
or beyond
resuit shows a trend
Only the SDQ Difficulties scores differed significantly between the groups 
(d.f.=2 (44), F=3.93, p=0.027). Using the Bonferroni method for post hoc t-test 
comparison of means the level of p required for significance was reduced to 
0.017. The difference between Affected and control children for SDQ 
Difficulties scores continued to show a tendency towards significance 
(p=0.035) although did not r ^ c h  the level of significance required. None of 
the other comparisons reached significance. However, comparisons to a 
community sample that Goodman (1997) used to identify ‘caseness’ suggests 
that whilst the control group presented with fewer Difficulties than expected 
and better Prosocial behavior, both the HIV+ and Affected groups presented 
with greater levels of Difficulties and the HIV+ group presented with poorer 
Prosocial behavior.
3.1.6 Summary of Group Descriptions
Research Question
How similar are the demographic, socio-cultural and experiential backgrounds 
of a group of HIV+ children and a group of children not themselves HIV+ but 
affected by HIV in the family?
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The initiai part of the analysis has described the groups of HIV+ children and 
those who are affected by HIV in the family. These two groups were then 
compared to a group of children who were not affected by illness or by HIV in 
the family but presumed to be from similar socio-cultural backgrounds. A 
number of variables thought to contribute towards development as measured 
by the VABS were compared across the groups. It was considered important 
to ensure that the HIV+ group and the Affected group were similar for these 
variables before the Affected group could be considered as a control group. 
The variables that were matched are listed below in Table 9. The levels of 
each variable are shown in parentheses.
Table 9 A summary of the similar demographic, socio-cultural and 
experiential variables
There were no differences between the 3 sample groups for:
Sex (male/female);
Ethnic origin (White British/Minority Group);
Number of carers living with the child (one/two);
Relationship of main carer to child (biological parent or close family 
member/foster or adoptive or authority);
Time in Britain (main carer) (less than 5 years/5 years or more); 
Time in current home (less than 2 years/ 2 years or more);
Status of home (temporary/permanent);
Immigration problems (main carer) (yes/no);
Immigration problems (child) (yes/no);
Carer’s first language (English/not English);
Main language spoken at home (English/not English);
Child Bilinguality (yes/no);
School Absenteeism (percentage);
SDQ Prosocial Score;
IQ Estimate.
It is also important to note the variables that were similar for the Affected and 
HIV+ groups but not measured in the control group: __________
Exposure to intra-venous drug use during pregnancy (yes/no); 
Time since diagnosis (months).
Table 10 summarizes the variables that differ between the groups.
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Table 10 A summary of the differences between the 3 groups that may 
contribute towards development as measured by the VABS
HIV+compared to HIV+ compared to Affected compared to
Affected Control Control
• Age • Age
• Education of main
carer
• Time in Britain (child) • Time in Britain
• Experience of (child)
bereavement • Experience of
• Outpatient bereavement
Appointments • Outpatient
• Hospital admissions Appointments
• Hospital admissions
• Exposure to HIV • SDQ Difficulties
during pregnancy Score
It is important to comment upon the implications of these differences and how 
they were dealt with.
Age. Differences were controlled for by the use of standardized scores and 
age ratios. Where this was not possible (that was for the SDQ Prosocial and 
Difficulties scores) further analysis will include age as a co-variate.
Education of main carer. jf\\s  factor needed further investigation for its 
influence upon the differences in adaptive behavior between the HIV+ and 
Affected groups. However Sparrow et al. (1984) found no significant effect of 
levels of carer education upon adaptive behavior.
Time in Britain (chiid), Experience of bereavement, Outpatient appointments. 
These variables reflect the experiences of children living with HIV in the 
family. They need to be taken into account when describing the differences 
with the control group.
Hospitai admissions, Exposure to HIV during pregnancy. Both variables are 
defining condition of the HIV+ group and should be considered in explaining 
differences in adaptive behavior. They will not be included in further analysis.
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The differences in behavioral strengths and weaknesses between the groups 
were also examined. In summary:
• Affected children tended to present with more SDQ Difficulties than HIV+ 
children and the control group. However ‘caseness’ definitions suggested 
that there were similar levels of Difficulties in the HIV+ and Affected groups.
• All children presented with similar SDQ Prosocial behavior scores, although 
once again ‘caseness’ definitions suggested that HIV+ children presented 
with poorer Prosocial behavior compared to the Affected and control 
groups.
A number of variables were included for description purposes only and not 
included in further analysis. These were:
• Number of schools attended;
• Time at current school;
• Special Needs;
• Time since diagnosis.
Previous studies had also collected data on these variables (Tardieu et al., 
1995; Melvin et al., 1998). In order to make comparisons possible they were 
included in this descriptive part of this study.
3.2 Adaptive Behavior
Adaptive behavior is described for the HIV+ and Affected groups. One-way 
AN OVA results, comparing scores for HIV+ children. Affected children and 
controls are presented with post hoc analysis identifying group mean 
differences. The HIV+ and Affected groups were then examined separately for 
differences in performance. Within subjects AN OVA was used to compare 
performance between the domains and between each set of subdomains. 
Finally the dissimilar variables were included in the analysis of group 
differences in adaptive behavior and results reported in the final section.
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3.3.1 A Comparison of VABS Scores for HIV, Affected and Control 
children
To test whether HIV+ children present with poorer adaptive behavior than 
Affected children or children from a similar background but without the 
experience of coping with a chronic disease or living with HIV in the family, a 
one-way AN OVA comparing group adaptive behavior means was carried out. 
The Bonferroni Method was used to test for specific differences. The group 
means and analysis results are presented in Table 11.
Full details of each group's subdomain scores are not reported in the table as 
the essential information is the results of the ANOVA. The reader is referred 
to Appendix 8 for mean standard scores and standard deviations of each 
subdomain by group.
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Overall there were significant differences in adaptive behavior. Post hoc 
analysis allows greater specificity. The HIV+ group did not differ from the 
Affected group on any of the measures. Previous research has found 
differences. It may be that unmatched variables (carer education) in this 
sample account for a lack of adaptive behavior differences. This is tested in 
section 3.4.
However, when compared to the control group, there were significant 
differences for all measures except for Play and Leisure skills. HIV+ children 
presented with lower Composite, domain and subdomain scores (except for 
Play and Leisure) when compared to the control children. All scaled scores 
and age ratios were lower than the control group at the p<0.01 significance 
level except for Expressive Language which was significant at the p<0.05 
level.
Other differences between the HIV+ and control groups, identified previously, 
may also have contributed to these differences in adaptive behavior. These 
are bereavement and emigration experiences, and the illness experiences of 
hospital admissions and outpatient appointments. All of these factors are 
experiences that may limit the opportunities of HIV+ children to develop 
substantial adaptive behavior skills. The direct and indirect effects of HIV 
upon the central nervous system must also be considered. A further stage of 
the analyses will examine the relationship between disease severity and 
adaptive behavior (section 3.5).
When the Affected children were compared to the control group there were 
fewer significant differences. Affected children presented with lower 
Composite, Socialization and Daily Living standard scores, and lower 
Interpersonal Relationships, Play and Leisure, Coping Skills and Personal 
Skills age ratio scores (all at the p = 0.01 significance level). Receptive 
Language and Domestic Skills age ratio scores were also significantly lower
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(at the p = 0.05 significance level). Affected children did not significantly differ 
from the control group for the Communication Domain, Expressive Language, 
Written skills and Community skills. Again the differences in bereavement and 
emigration experiences and attendance at outpatient appointments must also 
be considered (see section 3.4). The Affected children also scored worse for 
the SDQ Difficulties scale. The relationship between behavioral adjustment,
IQ estimate and adaptive behavior will be examined in more detail in section 
3.3. It would also seem that the presence of HIV in the family affects the Play 
and Leisure skills of Affected children but not the HIV+ children.
3.3.I f  Summary
Research Question
Do HIV+ children have lower levels of adaptive behavior than:
(a) Affected children;
(b) children from a similar social-cultural and demographic background?
• HIV+ children and Affected children presented with similar levels of 
adaptive behavior. The differences in educational level may have 
contributed to the lack of expected differences identified in other research 
studies that are due to the systemic effects of HIV.
• HIV+ children compared to a group of children of similar demographic and 
socio-cultural background were found to have significantly lower levels of 
adaptive behavior in all areas except Play and Leisure. Differences in 
bereavement, emigration and illness experiences, as well as the systemic 
effects of HIV may have contributed to these differences.
• Affected children compared to a group with similar and socio-cultural 
background were found to have poorer overall adaptive behavior and 
poorer Socialization, Daily Living and Receptive Language skills. 
Differences in bereavement and emigration experiences, and behavioral 
adjustment may have contributed to these differences.
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• Affected children, when compared to the control group, had similar levels of 
Expressive Language, Written and Community skills.
3.3.2 An examination of adaptive behavior strengths and weakness for 
each group
It was thought from the review of previous research that HIV+ children and 
Affected children would present with a different pattern of strengths and 
weaknesses in adaptive behavior. To test this each group was examined 
separately using within subjects ANOVA. This section describes the adaptive 
behavior of each group and results of the analysis.
3.3.2.1 The Adaptive behavior of the group of children with HIV
The Composite score and the scores of the domains are presented in Table
12. Minimum, maximum and standard deviations are also presented.
Table 12 VABS Composite and Domain Scores in the group of HIV+ 
children (N=16)
Mean Min. Max. S.D. Adequate High Low
Composite
Score
86 62 I l l 14.2 6 0 10
Communication 
Standard Score
87 53 . 121 15.5 ........7 1 8
Socialization 
Standard Score
89 59 109 14.8 9 0 7
Daily Living 
Standard Score
89 74 108 9.8 12 0 4
(standardized mean=100, S.D.=15)
For the Composite score, 6 children scored within the normal range (minus 
one to plus one standard deviation about the norm), none scored higher than 
one S.D. above the norm and 10 scored lower than one S.D. below the norm. 
Further classifications for the domains are also presented in Table 12. Within 
subjects analysis of variance found no significant differences between the
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domain scores (d.f. =2 (30), F=0.145, p=0.865). The HIV+ children presented 
with low levels of adaptive behavior with no particular strengths and 
weaknesses.
Further analysis of the domains, details of which are presented in Appendix 8, 
found that there were significant differences between the Receptive Language 
and Written subdomains (d.f.=15, t=-2.303, p=0.036) and between the 
Expressive Language and Written subdomains (d.f.=15, t=-2.759, p=0.015). 
HIV+ children tended to score better on the Written subdomain when 
compared to their Receptive and Expressive language skills. There were no 
significant differences between their Receptive and Expressive Language 
subdomains. There were also significant differences between the Domestic 
and Community subdomains (d.f.=15, t=-2.585, p=0.021). HIV+ children 
tended to present with poorer community skills.
3.3.22 The Adaptive Behavior o f Affected Children
The Composite score and the scores of the domains are presented in Table
13. Minimum, maximum and standard deviations are also presented.
■r
Table 13 VABS Composite and Domain Scores in the group of Affected 
children (N=16)
Mean Min. Max. S.D. Adequate High Low
Composite
Score
91 63 112 14.2 12 0 4
Communication 
Standard Score
100 61 127 16.8 10 3 3
Socialization 
Standard Score
83 59 104 14.7 8 0 8
Daily Living 
Standard Score
95 72 114 11 13 0 3
(standardized mean=100, S.D.=15)
For the Composite score, 12 children scored within the normal range (minus 
one to plus one standard deviation about the norm), none scored higher than 
one S.D. above the norm and four scored lower than one S.D. below the 
norm. Classifications of the domains are also presented in Table 13.
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Within subjects analysis of variance found significant differences in 
performance between the domains (d.f. =2(30), F=12.438, p<0.001). Post hoc 
analysis suggested that these differences were between the Communication 
and the Socialization domains (d.f.=15, t=4.537, p<0.001) and the 
Socialization and Daily Living Skills domains (d.f.=15, t=-3.822, p=0.002). It 
appeared that the Affected children scored significantly lower on the 
Socialization domain compared to their scores on the other 2 domains.
Further analysis of the domains, details of which are presented in Appendix 8, 
found that there were significant differences between the Receptive Language 
and Written subdomains (d.f.=15, t=-3.961, p=0.001) and between the 
Receptive and Expressive Language subdomains (d.f.=15, t=-2.866, p=0.012). 
Affected children present with poorer expressive language and written skills 
when compared to their receptive language skills. There were no further 
significant differences between subdomains, suggesting an even profile of 
skills.
3.3.2.3 The Adaptive Behavior o f the control children
The Composite score and the scores of the domains are presented in Table
14. Minimum, maximum and standard deviations are also presented.
Table 14 VABS Composite and Domain Scores in the control group 
(N=16)
Mean Min. Max. S.D. Adequate High Low
Composite
Score
108.8 80 124 12.4 8 7 1
Communication 
Standard Score
108.6 77 125 16.4 6 8 2
Socialization 
Standard Score
104.2 79 119 9.5 13 2 1
Daily Living 
Standard Score
108.7 89 138 11.8 12 4 0
(standardized mean=100, S.D.=15)
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For the Composite score, 8 children scored within the normal range (minus 
one to plus one standard deviation about the norm), 7 scored higher than one 
S.D. above the norm and 1 scored lower than one S.D. below the norm. 
Classifications of the domains are also presented in Table 14.
Within subjects analysis of variance found no significant differences in 
performance between the domains (d.f. =2 (30), F=0.87, p=0.429). Further 
analysis of the domains, details of which are presented in Appendix 8, found 
that there were significant differences between the Receptive Language and 
Written subdomains (d.f.=15, t=-2.369, p=0.032). The control group children 
presented with poorer receptive language skills compared to their written 
skills. There were also significant differences between the Interpersonal 
Relationships and the Play and Leisure subdomains (d.f.=15, t=3.136, 
p=0.007) between the Play and Leisure and the Coping subdomains (d.f.=15, 
t=-3.284, p=0.005). The control children presented with poorer Play and 
Leisure skills compared to the other Socialization subdomains.
3.3.2.4 Summary
•f *
Research Question
Are there differential effects upon adaptive behavior, so that HIV+ children and 
Affected children do not present with uniform developmental profiles on the 
VABS. Do certain areas of skill show weaknesses compared to overall 
performance?
The HIV+ children presented with:
• Poor overall adaptive behavior and poor performance across all of the 
domains;
• Significantly better Written skills when compared to Receptive and 
Expressive language;
• Comparable levels of Receptive and Expressive language;
• Poorer Community skills compared to Personal and Domestic skills.
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The Affected children presented with:
• Adequate levels of adaptive behavior with some variation between the 
domains. The Socialization domain scores were poorer than 
Communication and Daily Living domain scores;
• Better Receptive language skills compared to Expressive language and 
Written skills.
The control children presented with:
• Adequate to high levels of adaptive behavior with even performance across 
the domains;
• Better Written skills compared to their Receptive Language skills;
• Poorer Play and Leisure skills compared to Interpersonal Relationships and 
Coping skills.
3.4 The relationship between Vineland Adaptive Behavior and variables 
that vary between the groups
3.4.1 SDQ Scores
To ascertain the contribution of group differences in SDQ Difficulties scores to 
the differences in adaptive behavior already identified between the groups 
(section 3.2) a further ANOVA was undertaken. SDQ Difficulties was entered 
into the analysis as a covariant. Age was also included as SDQ scores could 
also vary with age. This made no difference to the significant differences 
between the groups for VABS scores. The results are presented in Table 15.
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Table 15. VABS Composite and Domain scores by Group with SDQ 
Difficulties and Age.
d.f.^ F Sig
VABS Composite 2 11.786 p<0.001
Communication 2 6.105 p=0.005
Socialization 2 6.322 p=0.004
Daily Living 2 12.069 p<0.001
1 error value for ali d.f. = 42 
To ascertain more information about the inter-relationship of adaptive behavior 
and behavioral adjustment, bivariate Pearson correlations between the SDQ 
Prosocial and Difficulties scores and the VABS scores were carried out. 
Results are presented in Table 16.
Table 16 Bivariate Pearson correlation (2-tailed) for total sample
SDQ Prosocial SDQ Difficulties
VABS Composite Score 0.218 -0.356*
Communication Domain 0.129 -0.308*
Socialization Domain 0.321* -0.375**
Daily Living Skills Domain 0.080 -0.265
* significant at the 0.05 level or beyond ^^significant at the 0.01 evel or beyond
It would seem that even though behavioral adjustment did not contribute 
towards group differences, it did have an influence upon adaptive behavior in 
the sample as a whole. There are significant relationships between Prosocial 
behavior and Socialization skills, between Difficulties and Socialization skills, 
between Difficulties and Communication skills, and between Difficulties and 
the Composite score. The direction of this relationship is unclear.
3.4.2 Additional factors
I General linear Simple Factorial ANOVA was used to test the contribution of 
i variables that differed between groups to adaptive behavior. The interaction of 
group membership with levels of the variables and its effect upon the VABS 
Composite and Domain scores was tested. Two-way interactions are reported 
and displayed in Tables 18 to 20. The pattern of interaction was examined 
using graphs. This information is presented in Appendix 9 and described in 
this section. Significant main effects for variables are reported in the text.
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although not for group as these are reported insection 3.1.1. Further analysis 
to confirm the significance of interactions of variable levels and group 
membership was not attempted because of the small numbers. Conclusions 
are therefore tentative.
3.4.2.1 Group and Carer's Education 
Table 17 presents the results of the analysis.
Table 17 2-Way Interaction ANOVA results of VABS Scores by Group 
and Carer Education
d.f. (error) F Sig
VABS Composite 2(42) 1.83 0.172
Communication Domain 2(42) 0.966 0.389
Socialization Domain 2(42) 2.823 0.071
Daily Living Domain 2(42) 1.367 0.266
ANOVA results and graphical examination of cell means suggested that VABS 
Composite scores were affected by group membership but not by carer 
education when classified in this way. The 2-way interaction results, presented 
in Table 17, found no significant differences. Graphically, lower levels of 
education seemed to be more associated with lower levels of adaptive 
behavior in Affected children. The pattern was similar for the Communication, 
Socialization and Daily Living domains, although lower levels of education 
also seemed to be particularly associated with lower levels of adaptive 
behavior in HIV+ children. Sparrow et al. (1984) reported a similar pattern in 
the standardization sample. They found differences ranging from 6 to 10 
points for the Composite, Communication and Socialization scores but not for 
the Daily Living scores when children’s scores were examined taking carer 
education into account.
3.4.2.2 Group and Death of Mother 
Table 18 presents the results of the analysis.
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Table 18 2-Way Interaction ANOVA results of VABS Scores by group and 
maternal bereavement
d.f. (error) F Sig
VABS Composite 1(43) 0.194 0.662
Communication Domain 1(43) 0.00 0.994
Socialization Domain 1(43) 0.476 0.494
Daily Living Domain 1 (43) 0.486 0.49
ANOVA results found that adaptive behavior were affected by group 
membership but not maternal death, except Daily Living domain score (d.f.=1 
(43), F=7.918, p=0.007). Table 18 shows that there were no significant 2-way 
interaction effects of group and experience of maternal death upon Vineland 
scores. Graphical examination of cell means suggested that experience of 
maternal death seemed to be more associated with low Composite scores in 
Affected children. Communication and Socialization scores do not appear to 
be affected by maternal death within the HIV+ and Affected groups but 
children who had experienced maternal death seemed to present with lower 
Daily Living domain scores.
3.4.4.3 Group and Child's Emigration Experience
•r
Table 19 presents the results of the analysis.
Table 19 2-Way Interaction ANOVA results of VABS Scores by group and 
child’s emigration experience
d.f. (error) F Sig
VABS Composite 4 (39) 0.111 0.978
Communication Domain 4 (39) 0.697 0.599
Socialization Domain 4 (39) 1.043 0.398
Daily Living Domain 4 (39) 0.553 0.698
ANOVA results found that group membership but not the child’s emigration 
experience had significant main effects upon VABS Composite scores. As 
demonstrated by the results in Table 19 there were no significant 2-way 
interactions. Graphical examination of cell means suggested that children born 
in Britain may have presented with higher levels of adaptive behavior and 
children who had been in Britain less than 5 years generally scored lower.
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Control children who had been in Britain more than 5 years scored similarly to 
control children born in Britain. However HIV+ and Affected children who had 
been in Britain more than five years scored at similar levels as those children 
who had more recently emigrated. For Socialization, only the children in the 
HIV+ group seemed to show tentative differences in adaptive behavior when 
emigration experience was also considered. Affected children’s Daily Living 
domain scores were perhaps lower for children who had been in Britain for 
more than 5 years, whilst HIV+ and control children who had been in Britain 
less than 5 years presented with lower levels of skills. The Communication 
domain scores were also not significantly affected by emigration experiences 
although the Affected and control children who had emigrated seemed to 
score lower.
3.4.4.4 Group and Frequency o f Outpatient Appointments 
Table 20 presents the results of the analysis.
Table 20 2-Way Interaction ANOVA results of VABS Scores by group and 
outpatient appointment frequency
d.f. (error) F Sig
VABS Composite 1(43) 0.016 0.9
Communication Domain 1 (43) 0.029 0.866
Socialization Domain 1 (43) 0.061 0.807
Daily Living Domain 1 (43) 0.017 0.896
ANOVA results and graphical examination of cell means suggested that 
adaptive behavior was affected by group membership and frequent 
attendance at outpatient appointments affected Socialization scores (d.f.=1 
(43), F=17.6, p<0.001) and the Composite scores (d.f.=1 (43), F=8.041, 
p=0.007). However there were no significant 2-way interactions as presented 
in Table 20. Graphical examination of cell means helped to identify trends and 
suggested that more frequent outpatient appointments seemed to be more 
associated with lower levels of adaptive behavior in HIV+ and Affected 
children. This pattern was the same for Composite and domain scores.
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3.4.3 Summary
Research Question
Do any of the differences between the HIV+ group, the Affected group and the
control group contribute towards differences in adaptive behavior?
• The SDQ Difficulties score combined with age made no difference to the 
relationship between the sample groups and adaptive behavior. However, 
for the whole sample, there was an association between SDQ Difficulties 
and scores on the Socialization domain. Communication domain and 
overall adaptive behavior.
• Lower levels of education may be associated with lower levels of adaptive 
behavior in Affected children.
• Experience of maternal death may be associated with loW Composite 
scores in Affected children.
• Experience of maternal death was associated with low Daily Living domain 
scores in both the HIV+ and Affected groups.
• Children born in Britain tended to present with higher levels of adaptive 
behavior and children who had been in Britain less than 5 years tended to 
score lower. ^.
• More frequent outpatient appointments were associated with lower levels of 
adaptive behavior and, specifically Socialization skills. These may have 
tended to be in the groups of HIV+and Affected children. _
3.5 The relationship between Vineland Adaptive Behavior and Cognitive 
functioning
Sparrow et al. (1984) reported evidence that suggests the VABS and the K- 
ABC can be directly compared. Appendix 10 presents the difference values 
required for statistical significance when comparing the Adaptive Behavior 
Composite score with the K-ABC MPC and the Nonverbal Scale. To ascertain 
whether HIV+ children were achieving the level of adaptive behavior predicted
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by their cognitive ability an analysis of the scores of each child was made 
using Appendix 10. This is presented in Table 21. A classification of disease 
severity (made using Appendix 7 and based on CD4% values) was used to 
allow a visual comparison of how severity of disease affects the relationship 
between adaptive behavior and cognitive functioning. Actual CD4% values are 
used in the correlational analysis.
Table 21 Differences between VABS Composite standard scores (AB) 
and the K-ABC Mental Processing Composite (MFC) and Nonverbal 
scale (NVS) standard scores for the HIV+ children
Child 1 2 3 4 5 6 7 8
Age 7.0 5.11 6.4 10.5 5.1 6.8 10.7 5.6
AB/MPC -6 -39* -19* -27* -31* -48* -16* -18*
AB/NVS -2 -39* -16* -30* -25* -35* -17* -17*
Disease
severity
2 2 3 1 3 1 1 1
Child 9 10 11 12 13 14 15 16
Age 5.5 4.7 4.8 4.0 5.0 10.3 8.2 5.7
AB/MPC -25* -30* -11* n/a -18* -37* n/a -4
AB/NVS -23* -22* n/a n/a -12* -33* n/a -4
Disease
severity
2 1 3 1 1 n/a 2 1
n/a=not available *1 p=0.01 *p=0.05
An examination of the available data indicated that all but 2 children (cases 1 
and 16) presented with significant differences between the level of cognitive 
functioning and adaptive behavior. In all cases children scored lower on the 
VABS than would have been predicted from their level of cognitive functioning. 
These differences seemed to occur irrespective of disease severity 
classification. The association between CD4% and the value of the VABS 
Composite and MFC deficit was analyzed using bivariate Pearson correlation. 
There was no significant relationship suggesting that severity of disease in this 
sample and the degree of underfunctioning were not associated. This 
suggested that other factors may be contributing to this deficit.
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3.5.1 Further examination of the relationship between Vineland Adaptive 
Behavior, IQ and Disease Severity
It is thought that increasing immune compromise (indicated by disease 
severity) is likely to result in increasing neurological compromise. If levels of 
adaptive behavior decline with cognitive and neurological functioning then 
there should be a relationship between the variation in the scores of each 
measure. It may be however that this type of decline affects a certain area of 
adaptive behavior. Table 22 presents the analysis of the relationship between 
adaptive behavior, cognitive functioning and disease severity.
Table 22 Pearson Correlations (2-tailed) testing the association between 
adaptive behavior, cognitive functioning and disease severity in HIV+ 
children
CD4 Percentage Viral Load
VABS Composite Score 0.310 -0.185
Communication Domain 0.226 -0.256
Socialization Domain 0.039 0.015
Daily Living Skills Domain 0.46 -0.124
Kaufman ABC Mental Composite 0.404 -0.465
Kaufman Non-Verbal ♦ 0.537 -0.869**
** p<0.01 *p<0.05
The only significant relationship was that between the K-ABC Nonverbal
Scale standard score and viral load. The direction of the correlation suggested
that as viral load increased, nonverbal scores decreased. There were no
significant relationships between disease severity measures and adaptive
behavior.
3.5.2 Summary
Two research questions were examined in this section and results are 
summarized below.
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Research Question
Do HIV+ children achieve levels of adaptive behavior that would be predicted 
from their cognitive ability?
• Most of the HIV+ children (13 out 15) were functioning at a level lower than 
would have been predicted from their cognitive ability.
Research Question
Does adaptive behavior vary with HIV disease severity, indicating that higher 
levels of immune suppression (and perhaps greater central nervous system 
compromise) are more likely to result in lower levels of adaptive behavior? 
Does disease severity contribute to particular weaknesses in the adaptive 
behavior profile?
• No associations were found between measures of disease severity and 
adaptive behavior, including Composite and Domain scores.
• As viral load increases the Nonverbal Scale scores of the Kaufman ABC 
decrease.
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4. Discussion
4.1 Restatement of the hypothesis
HIV as a condition that directly affects the central nervous system will 
compromise adaptive behavior but these effects are likely to be concentrated 
in certain areas of functioning. Adaptive behavior as a measure of overall 
development is affected by a multitude of factors. These factors can be 
grouped into,disease variables, maternal and individual factors, socio-cultural 
and psychosocial factors. HIV co-exists with many of the variables that affect 
development. Therefore, the adaptive behavior of children living with HIV in 
the family are likely to be equally affected, although there may be differences 
in different areas of developmental functioning. HIV+ children are also likely to 
be underfunctioning or underachieving because of the effects of coping with a 
chronic disease and coping with living in a family with HIV where life is 
stressful and opportunities for development are limited.
f
The demographic, psychosocial and illness backgrounds of HIV+ children 
living in Southeast England were thought to be very different to the 
populations described in the majority of previous research. The study sought 
to establish clear descriptions of both HIV+ and Affected children living in 
Southeast England, where the majority of new HIV infections occur, and 
compares their development to a control group. To test the hypothesis a 
series of research questions were identified and tested. The results of the 
analysis are discussed below.
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4.2 HIV seropositive children and children affected by HIV living in 
Southeast England 
4.2.1 HIV seropositive children
The group was drawn from the population of the South Thames health region 
and the ethnic background reflects the clinical population attending local 
hospital clinics and epidemiological information (Nicoll et al., 1998).
Children in the study were predominantly from Black African backgrounds with 
a high level of education. English was often not a main carer’s first language 
but half of the children were bilingual. They seemed to have fairly stable 
family backgrounds although many of them had experienced bereavements 
including the death of their mother. Housing problems were generally not 
present. Although attending mainstream schooling, 1 in 4 of the children were 
receiving extra help and 1 in 4 were identified as having behavioral or 
emotional problems. The level of cognitive functioning of most of the children 
was estimated to be at the normal level. The children all acquired HIV-1
f
through vertical transmission and their mothers all acquired HIV through 
heterosexual transmission. None of the mothers had taken anti-retroviral 
medication during pregnancy and only 5 of the children were taking anti­
retroviral medication at the time of the study. Half of the children had mild 
disease severity.
4.2.2 The comparison groups
The HIV+ and Affected groups were similar for a large number of variables 
considered to affect development. The control group was a good match in 
most variables in that it only differed for variables that were defining of group 
membership for the HIV+ and Affected children. Although there were some
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group differences in age, this was controlled for by the use of standardized 
measures. Ethnic background, sex, and language variables were all similar. 
Looking in detail at the Affected children, they seemed to have a less stable 
background (although not significantly different) in that more of them had 
emigrated from a country of birth, experienced more housing problems and 
had been in current homes for a shorter time. More Affected children were in 
care and more of them were living in one-carer families.
School variables were similar, although interestingly more Affected children 
were receiving help when compared to both the HIV+ and control groups. This 
may have been a function of the age differences between the groups, in that 
Affected children were older and therefore their needs more likely to have 
been identified.
Of interest was the difference in levels of education between the HIV+ and 
Affected groups. This adds support to clinical observations. African families 
with HIV+ children are often from well educated, urban backgrounds and may 
have chosen to emigrate to Britain to seek treatment for the HIV or for 
employment purposes. The families came from a variety of African countries. 
African families with HIV+ parents seem to come predominantly from rural 
districts of countries such as Uganda and have often fled their country as 
refugees or following wars and persecution.
A description of the HIV+ and Affected children is now available to both inform 
the discussion of the analysis of adaptive behavior as well as to inform the 
wider context, such as planning of services.
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4.3 Adaptive Behavior
4.3.1 Comparison between the study groups
The HIV+ children presented with adequate to low levels of adaptive behavior. 
There were no significant differences when compared to the adaptive 
behavior of Affected children. Although these groups were matched for a 
number of variables, differences in level of education may have contributed to 
the lack of differences in adaptive behavior. Further analysis found that lower 
levels of education tended to be associated with lower levels of adaptive 
behavior in the Affected children. It could be hypothesized that the direct 
effects of HIV upon the central nervous system may be causing deficits in 
adaptive behavior for the HIV+ children whilst the indirect or psychosocial 
effects of living with HIV in the family may be causing deficits in behavior for 
the Affected children.
In comparison to a group of children controlled for ethnic background, carer’s 
education level, sex and a number of psychosocial variables, HIV+ children
f
presented with significantly lower levels of adaptive behavior. Their standard 
scores were significantly lower on the Composite score. Communication, 
Socialization and Daily Living domain scores. The only area of similarity was 
the subdomain of Play and Leisure. It was assumed that the differences 
between the groups, that define group membership contributed to these 
differences in adaptive behavior. Thus differences may be due to the direct 
effects of HIV upon the central nervous system but differences in experience 
may also have contributed. Illness, bereavement and emigration experiences 
were found to affect development of adaptive behavior particularly in the 
areas of Daily Living and Socialization.
When the Affected children were compared to the control group they were 
found to have significantly lower levels of Socialization and Daily Living skills. 
The unmatched variables such as bereavement and emigration experiences
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could have contributed to the differences in adaptive behavior in the same 
way they affected the adaptive behavior of HIV+ children. Affected children 
also presented with higher levels of SDQ Difficulties when compared to the 
control group. Analysis found that as SDQ Difficulties increased VABS 
Composite, Communication and Socialization scores decreased. It could be 
hypothesized that the experiences of Affected children leave them vulnerable 
to developing behavioral problems and that this in turn affects the 
development of adaptive behavior. However the similarities in adaptive 
behavior between the Affected and HIV+ children may lead to the alternative 
conclusion. Their common experiences (emigration, maternal bereavement, 
living with HIV in the family) may limit the opportunities to development the full 
range of adaptive behaviors. As a result. Affected children, who perhaps do 
not receive the same level of input from support services, go on to develop a 
larger number of behavioral difficulties when compared to a control group. 
HIV+ children were also observed to have SDQ Difficulties.
Interestingly Affected children when compared to the control group had similar 
scores for Communication, particularly in the Expressive Language and 
Written subdomains. This supports the idea that even though there were a 
lack of significant differences between the HIV+ and Affected groups, the 
reasons for the lower levels of adaptive behavior in both groups when 
compared to the control group may be different. This is discussed further in 
the next section.
4.3.2 Within group differences
If different factors are contributing towards the lower levels of adaptive 
behavior in the HIV+ and Affected groups then different profiles of strengths 
and weaknesses in behavior would be expected within each group. For 
example HIV+ children with possible direct central nervous system
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compromise may present with poorer skills in those areas more dependent 
upon cognitive functioning, such as language skills.
Analysis of the HIV+ children’s adaptive behavior across all the domains 
found no significant differences, suggesting no particular strengths or 
weaknesses in their general profile. Interestingly, however, analysis of each 
domain threw up some comparative differences. Analysis of their scores on 
the Communication domain found that their receptive and expressive 
language subdomains were at a comparable level but were both at a lower 
level when compared to their written skills. This finding may suggest some 
level of cognitive involvement but it could also be explained by limits in 
children’s experience or even carer’s overestimating written skills. This is 
arguably the area of skills that they know least about and may be the least 
reliable measurement. Analysis of the Daily Living domain found that their 
Community skills were at a lower level than their Personal and Domestic 
skills. This may reflect the protectiveness that parents feel towards children 
with a chronic illness as well as the limits that having an illness put upon 
opportunities to develop skills that are community based. These include 
safety, telephone, money and restaurant skills, knowledge of time and date 
and left-right orientation. These skills may also have a larger cognitive 
component.
The analysis of the strengths and weaknesses profile of the Affected children 
threw up a completely different picture. Overall their Socialization scores were 
lower than Daily Living and Communication scores. As hypothesized 
previously, experiential factors and psychosocial difficulties may be 
responsible for this profile. Analysis of the subdomains revealed strengths in 
the Receptive Language subdomain compared to Expressive Language and 
Written subdomains. Affected children seemed to be falling behind in 
communication skills. An explanation may lie in the limits of opportunity to
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develop skills as well as perhaps the lack of available support from sick 
carers.
4.3.3 Variation with cognitive ability
The level of cognitive ability was matched across all three sample groups and 
therefore should not have affected differences between the groups in adaptive 
behavior. However the question of co-variation with adaptive behavior within 
the HIV+ group was asked to assess whether they were underfunctioning or 
whether the level of cognitive functioning was commensurate with adaptive 
behavior levels (and therefore more likely to have been contributing to 
underfunctioning).
Nearly all the children were functioning at a level much lower than would have 
been predicted by their cognitive ability. This suggested that it was not the 
direct effects of HIV upon the central nervous system that was contributing 
towards their poor adaptive behavior but rather indirect, psychosocial or
i  '
experiential effects.
It was felt that an examination of the co-variation in adaptive behavior, 
cognitive functioning and disease severity could also contribute towards the 
question of direct or indirect effects. The analysis suggested that disease 
severity (as indicated by CD4%) was not directly affecting adaptive behavior. 
However as viral load increased there appeared to be a decrease in the 
cognitive scale that does not require verbal understanding. This includes a 
mixture of simultaneous and sequential processing skills and is a short form of 
the Kaufman MPC. It may not reflect as accurately overall cognitive 
functioning. However the difference warrants further investigation as it may 
point away from specific deficits in language skills. It may also reflect the 
effects of dissemination of the virus within the brain rather than early structural 
damage particularly as this group of children is probably more representative
255
of the group known as ‘slow-progressors’. Detailed examination of specific 
cognitive skills is required.
4.4 Variation in behavioral adjustment
The percentage of HIV+ children presenting with behavioral Difficulties when 
a case definition was applied as measured by the SDQ (Goodman, 1997) was 
similar to that of Tardieu et al. (1995). Four children presented with an 
abnormal classification. This is a larger proportion than would be expected in 
a community sample. However, there were no significant differences when 
SDQ Difficulties scores were compared with the scores of Affected and 
control children.
In comparison, the Affected children presented with significantly more 
behavioral and adjustment difficulties than the control group. There were 
comparable levels of abnormal cases in the HIV+ and Affected groups. The 
SDQ Difficulties score reflects screening for conduct problems, hyperactivity 
and emotional symptoms and peer problems. As formulated previously the 
differences in the scores may be explained by a combination of the 
psychosocial and developmental consequences of living in a family affected 
by HIV and perhaps poorer access to support services. Further investigation 
using a larger sample could examine the scores of the sub-scales in both the 
HIV+ and Affected groups and their relationship to adaptive behavior.
4.5 Comparison with other studies
The study revealed a picture of 16 HIV+ children that was not dissimilar to 
those populations studied by Melvin et al. and Tardieu et al. (1995), although
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there are differences that emphasize the need to describe in detail a 
population being studied. A comparison is made in Table 23.
Table 23 A comparison of HIV+ children presented by 3 European 
studies
Variable Study Melvin et al. 
(1998)
Tardieu et al. 
(1995)
Age (years). Range 4 to 10.7 5 to 14.5 not reported
Mean 6.7 8.5 9.5
Number 16 36 33
Mode of maternal transmission 
Heterosexual 100% 100% (with 16% 51%
IVDU 0
also known to 
have used IV 30%
Blood products 0 drugs)
0 18%
Ethnicity (mother) 94% African African 75% African &
(15) UK 19% Haitian 33%
Education level 
basic (up to 12 years) 25%
not reported
36%
higher (after 16 years old) 75% 48%
Type of school mainstream mainstream mainstream
Help at school 25% (4) 36% (13) 33% (11)
Cognitive functioning 
normal range 94% (15) 66% 97%
borderline delayed 6%C) 25% 3%U)
above average 0 9% 0
Emotional/behavioral probs  ^' 25% (4) not reported 29%
Relationship of main carer to 
child
Parent or extended family 94% (15) 100% 85%
Foster _ ..... ... 696(1) 15% (5) . _
Family Language (bilingual) 44% (7) not reported 21%
The London populations were similar for ethnicity and maternal route of HIV 
transmission but differed from the French study particularly for transmission. 
The proportions in France reflect the ethnic mix as well as the lack of 
treatment of blood products before 1985.
The figures emphasize the need to take cultural background into account 
when interpreting results. This is particularly so when using psychological 
tests that have been standardized on predominantly white Caucasian 
populations. This study tried to allow for the influence of cultural expectations
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upon development by examining language variables. The information on 
languages spoken probably reflects the degree to which cultural background 
continues to influence lifestyle. Families that continue to speak the maternal 
language within the home are probably more likely to follow traditional cultural 
tenets. Children’s level of adaptive behavior and development may be 
differentially affected because of the importance placed by different cultures 
on different aspects of development. For example eldest children in African 
and Asian cultures may be expected to develop skills that enable them to 
support a parent in the care of other family members. Thus the Domestic 
subdomain scores will be higher. Additionally they may have greater limits 
upon the degree of independent activity outside the home and present with 
lower Coping and Play and Leisure subdomain scores. This may account for 
the similar levels of Play and Leisure skills found in the HIV+ and control 
groups. The degree of acculturation may also affect results and vary with 
other factors such as socioeconomic status. The study controlled for these 
language variables to eliminate for these possible effects as well as limiting 
the effect of learning two languages at once on early language acquisition.
The education level of carers was obtained as a measure of socioeconomic 
status. For both this study and Tardieu et al. (1995) there were larger 
numbers of carers who had received more than 12 years of education, 
although the proportion was much higher in the current study. The 
relationships of carers to the children were also similar across the studies. 
HIV+ children, particularly those living in Southeast England seem to come 
from well-educated families. However, it should be questioned whether 
education level actually reflects current socioeconomic status. When families 
migrate to another country, particularly within the context of illness or forced 
migration, as refugees they may find themselves in poverty and living in 
deprived conditions. Another measure of socioeconomic status may be 
needed to truly reflect the current level.
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The three studies also examined the carer’s relationship to the child. The 
classification used needs to be examined. Is living with biological family the 
same as living with a biological parent, or are the effects upon attachment and 
development similar to those of children who are placed in some other form of 
care? Shared care is much more part of African family life but the effects upon 
adaptive behavior are probably influenced by the continuity of care and 
familiarity with other carers. It might be necessary to separate these groups in 
a larger study. The experience of bereavement, particularly of maternal death 
must be taken into account particularly as it was found to affect adaptive 
behavior. The number of carers available to the child and the stability of 
home life (such as housing problem) may also affect adjustment and should 
be matched in cross-sectional research designs such as this study.
The picture at school was fairly similar across the studies. All the children 
were attending mainstream schooling and similar numbers were receiving 
help at school. The level of cognitive functioning was similar to the Tardieu et 
al. (1995) and both of these were different to Melvin et al. This discrepancy is 
difficult to explain but may be a reflection of local clinic composition. The 
current study and Tardieu et al. (1995) also found similar levels of emotional 
and behavioral problems.
This comparison across the studies suggests that the current study HIV+ 
group was similar enough to other groups in European countries to allow 
possible extrapolation to other populations. This might include groups in 
France, Sweden and possibly Africa. The inclusion of a control group in the 
current study was an advantage. It informed the argument that HIV+ children 
and Affected children have needs over and above children who also come 
from ethnic minorities in the UK. The wider developmental picture is often not 
described in research. This study has attempted to redress this by describing 
the group in detail. This information is now available and being used for the 
planning of local services. There are now a number of children entering
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secondary education and the information gathered on their needs will aid their 
future progress. Improvements in medication mean that clinicians and 
researchers will need to continually update descriptions.
The second stage of the study was the description and comparison of 
adaptive behavior. The first major study of adaptive behavior, Wolters et al.
(1989), found that HIV+ children had impaired expressive language skills 
compared to receptive language skills. They also found that this discrepancy 
was significantly correlated to IQ, behavior ratings and immunological 
markers. A major criticism of the study was that the confounding effects of co­
existing variables were not taken into account. The current study tried to 
address this problem and has not replicated these results.
It should be noted that there is a methodological problem with converting 
VABS subdomain age levels to age ratios. There is a ceiling effect for the 
Receptive Language subdomain. When statistical comparisons are made 
between subdomain scores using age ratios, results may be slightly 
misleading. Children can score a maximum of 7 years 10 months, hence 
children older than 7 years 10 months will always have an age ratio less than 
100. This may have influenced the results of this study as well as that of 
previous studies (Wolters et al., 1989, 1994 and 1995). It would mean that the 
receptive language skills of older children when compared to expressive 
language and written skills were statistically lower even if in reality there were 
no comparative weaknesses in skills. These children (i.e., those older than 7 
years 10 months) may need to be excluded from the analysis in larger 
samples to exclude this effect. This effect may have contributed to the lack of 
comparable differences in the language skills of the HIV+ children in the 
current study, although only four of them were older than 7.10. However the 
comparatively better receptive language skills of Affected children would have 
been exaggerated, particularly as 11 of this group were older than 7.10.
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This leads to the conclusion that the VABS may not be the best way of 
measuring language skills. A measure such as the Clinical Evaluation of 
Language Fundamentals-Revised (Semel, Wiig and Secord, 1987) may be 
more appropriate. This measure was used by Wolters et al. (1995) and they 
replicated the finding that expressive language is impaired in HIV+ children, 
even in comparison to an uninfected sibling group. The current study, 
however, found that Affected children were more likely to have comparative 
expressive language problems.
Although the expressive/receptive language discrepancy was not found in this 
study, the findings do reflect those of Wolters et al. (1995) to some extent.
The children in the Wolters et al. study without encephalopathy presented with 
a smaller discrepancy but nevertheless more impaired expressive language 
skills compared to an uninfected siblings group. None of the HIV+ children in 
the current study were thought to have encephalopathy so the degree of 
impairment would not be expected to be large, and perhaps not reach 
significance. There are also the difficulties in measuring receptive language 
noted above.
Wolters et al. (1994), in their study of a group of 25 HIV+ children, found that 
the Daily Living scores were significantly lower than the Socialization and 
Communication scores. Again this study did not replicate this overall result but 
did find similarly poor Community skills. It could be hypothesized that illness 
variables and experiences rather than cognitive compromise contributed to 
these findings in both studies.
Wolters et al. (1989) reported that children without encephalopathy fell into 
the average to low range for adaptive behavior. In the current study, mean 
scores for the Domains and the Composite were also in the average to low 
range for the HIV+ children. The results would appear to be comparable.
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Differences in the populations discussed in sections 1.1.2 and 1.1.3 may well 
explain the differences in study results. Demographic factors, route of 
transmission and intra-venous drug use may have contributed. Previous 
studies also did not always use control groups or the comparability of sibling 
groups was not examined. A strength of the current study is that the 
comparability of the Affected group was checked and that this comparability 
extended beyond demographic factors to those factors thought to affect 
adaptive behavior development. Longitudinal data on the sample would add 
strength to the findings.
4.6 Integration of the findings: Main conclusions
4.6.1 The model revisited
The VABS (Sparrow et al., 1984) was used as a measure of functional 
behavior that reflects the adjustment. This includes adjustment to a situation 
that includes coping with a chronic disease (either directly or indirectly) and a 
constellation of psychosocial and demographic factors that coexist with the 
presence of HIV in families living in Southeast England. A model was 
presented to help structure the possible contribution of the various factors to 
adjustment as measured by adaptive behavior (Varni and Wallender 1988). 
The model (see Figure 1, page 27) helped identify the variables that needed to 
be matched across the sample groups. Unfortunately, due to the size of the 
sample it was not possible to perform further statistical analysis such as a 
discriminant function analysis. This would have explored the combination of 
the measured variables that best predict the level of adaptive behavior in this 
particular sample. Repeated analysis increases the chance that a significant 
difference may be identified when one does not actually exist, a small data set 
is especially vulnerable to these family-wise errors.
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However some of the variables that were not similar across the groups were 
tentatively identified as possibly contributing to levels of adaptive behavior. 
They indicate that the model was useful in predicting adjustment in HIV+ and 
Affected children. Maternal bereavement and outpatient appointments, in 
particular seemed to have an emerging influence upon adaptive behaviour and 
fit into the category of psychosocial stressors. There is a combination of limits 
to experience and opportunities, the effects of loosing a major attachment 
figure and the psychological effects of bereavement, major upheaval and 
lifestyle changes and the daily hassles of coping with a chronic illness.
Disclosure of diagnosis, whether the child’s own or of a carer’s diagnosis to an 
uninfected child, may also, through similar mechanisms, affect a child’s 
development. This was not included in the analysis of this study as there are 
so many variables to consider in relation to a disclosure, such as the length of 
time since disclosure and the actual extent of the information provided to a 
child. A qualitative methodology may be more suitable for research in this 
area.
There were also aspects of the model that were not included in the study. In 
particular these include intrapersonal factors such as temperament and 
problem-solving ability, stress processing, such as coping strategies and 
resistance factors. Identifying protective factors and preventative strategies are 
of particular interest for clinical purposes. A conclusion from the current study 
might be that both HIV+ and Affected children need increased bereavement 
support. This might include better planning before maternal bereavement 
enabling early establishment of new relationships with carers and better 
continuity of care. Additionally the psychological effects of emigration need 
more attention. On the more practical side, daily hassles also need reducing. 
The rhythm of daily life needs to be as stable as possible and attendance at 
outpatient appointments, for example, kept to a minimum.
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4.6.2 Testing the hypothesis
HIV does co-exist with a number of variables likely to affect development. 
These were present in both HIV+ children and Affected children. Both groups 
presented with similarly low levels of adaptive behavior compared to a control 
group. There were however different profiles of strengths and weaknesses. 
This suggested that there may have been different processes at work, 
although this study did not find that these processes were as clear cut as 
previous studies that identified direct central nervous system compromise. 
There may be a contribution of direct HIV damage to the central nervous 
system but other factors also seem to be at work. The lack of a clear 
relationship between disease severity and cognitive ability seemed to confirm 
this alongside the comparative underfunctioning in adaptive behavior 
compared to cognitive ability.
The detailed analysis of the illness, family and bereavement experiences 
contributed to the overall understanding of the effects upon adaptive behavior 
as well as informing servie^.planing and intervention.
4.6.3 Methodological limitations
The study examined a small number of children available to the researcher 
through local hospital medical clinics. As a result there were limitations 
associated with a small sample. These included problems with age 
differences across the study groups and statistical power.
There were significant differences in age between the HIV+ and Affected 
groups. Although standardized scores were used where possible this was not 
possible for the SDQ scores or for the VABS subdomain scores. The 
limitations of using age ratios where there was a ceiling score younger than 
that of some of the children were discussed in section 4.5.
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In addition the small sample may have contributed to a lack of significant 
differences and at times meant that it was difficult to run some statistical 
analysis, such as chi-square. The small numbers in each group caution 
against making strong statements about relationships and significance. The 
small numbers also meant that for the analysis some factors were 
dichotomized and information may have been lost where previously there 
were 3 or more levels. It would also have been helpful to examine differences 
in development for subdivisions of the HIV+ group. For example the children 
taking medication could have been compared to the children not taking 
medication if the sample was larger.
Accessing this particular client group is difficult partially due to issues of 
confidentiality but also because the numbers of HIV+ children are relatively 
small. Researchers are often limited to their local clinics for access to 
participants. As a result this study may have reflected the idiosyncrasies of 
this particular geographical location and health service provision. Eiser (1993) 
cautioned against using research to make an overestimation of needs based 
on the particular composition of a clinic. Nevertheless, the psychological 
needs of relatively small numbers must not be ignored. The study suggested 
that both HIV+ children and children affected by chronic disease in the family 
have developmental needs as well as support requirements that need to be 
addressed. In addition it was felt that by examining the population in detail, 
the information obtained will allow other service providers to extrapolate to 
their local populations. The comparison with other similar descriptive studies 
suggested that the study participants were not dissimilar to other populations 
in other areas of Europe.
The Affected children in this study were a good control in that they differed 
from the HIV+ children for only one of the variables thought to affect 
development. Sparrow et al. (1984) suggested that this variable, carer
265
education, did not significantly affect scores in the standardization sample of 
the VABS. The two groups were very similar for a large number of variables 
reflecting family and cultural background and stressful life experiences and 
daily hassles. Only one of the Affected children had been exposed during fetal 
development to HIV and in this respect the group provided a good control.
The effects of living with HIV upon the development profile of these Affected 
children were not compromised by the possible confounding effects of fetal 
exposure to HIV irrespective of transmission.
A major difficulty in researching development in ethnically diverse groups 
living in the UK, Europe and the USA is the lack of available measures 
standardized on groups that reflect the same ethnic composition and cultural 
elements. The choice of developmental measures is also limited by other 
factors. Firstly a general measure of development that was also clinically 
relevant was required. Secondly it was required to make comparisons with 
previous research. The VABS was used as it provided an all round measure 
of development that was not dependent on a one-off testing situation but 
rather measured the behavior that the children usually presented. A major 
disadvantage of collecting such data is that it is dependent upon the viewpoint 
of an informant, usually a main carer. This means that it may, in particular, be 
vulnerable to the effects of social desirability. However the style of 
administration, using the scale questions to guide a semi-structured interview 
should eliminate this. Rather than asking direct questions, such as “does your 
child share toys or possessions without being told to do so?”, the interviewer 
asks the informant a general question about how the child plays with a sibling 
or a friend. This is also meant that the informant can be asked about the 
cultural appropriateness of the questions and if necessary the wording of the 
question changed to fit the context. The VABS was also standardized using a 
sample with 26% ethnic minority representation. This adds some efficacy to 
its value as a measure with culturally diverse groups.
\
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The rationale behind the choice of the measures of behavioral difficulties and 
cognitive ability are presented in section 2.2. The SDQ is a useful research 
tool, particularly as it is quick and easy to complete. However, because it is 
not age-normed it is difficult to use in a study where there are children of 
different ages, there are significant differences in age between the study 
groups and the group numbers are relatively small. The language used was 
sometimes difficult for the participating carers to understand (e.g. clingy). It 
would be better to use a translated version, although the wide variety of ethnic 
groups used in this study may have precluded that.
The subtest of the Kaufman-ABC gave a very rough estimate of cognitive 
ability. It would have been better to include a full measure of IQ, using either 
the Kaufman or another battery such as the WISC. The choice of measure 
should allow comparison with other studies. I
4.7 Recommendations for Future research
*  '
The study was conceived as a pilot study for a larger multi-center project and 
has informed the planning process of the larger study as well as several 
smaller strands of research. The major aim of the study will be the 
identification of the systemic or central nervous system effects of HIV. It may 
also contribute to the debate over the mechanism of central nervous system 
compromise and the effects of anti-retroviral medication. This will be enabled 
through the neurodevelopmental monitoring of HIV+ children as well as 
measuring the type of factors that contribute towards development identified 
in this study. A wider definition of development that encompasses all aspects 
of children’s lives will be used. This study suggests that the VABS is a valid 
scale to use specifically for the purpose of measuring development, 
functioning and adjustment in a wider sense. The larger study will inform 
clinical decisions for the particular group of HIV+ children in Southeast Britain
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and perhaps for other children in other parts of Europe and possibly Africa. It 
may also help in understanding how development is affected in children 
suffering from other chronic conditions.
This study emphasized the need to monitor several aspects of development. 
A protocol of systematic assessment should be designed, including both 
general and specific measures, informed by previous research as well as 
recent clinical observations that are not yet researched. The 
expressive/receptive language discrepancy needs to be examined further, 
using culturally responsive, specifically designed language measures. Other 
specific cognitive deficits and behavioral observations need more detailed 
examination in this particular population. The developmental effects of a 
specific deficit need to be longitudinally monitored for their effect on 
neuropsychological functioning as the brain develops and a child’s experience 
contributes towards adaptation. For example the developmental stages of 
executive functioning should be followed longitudinally. It may be that specific 
and subtle early cognitive weaknesses translate into poor academic 
attainment and discrepancies between cognitive ability and adaptive behavior.
The importance of the cultural context of development was highlighted by the 
study: Consideration needs to be given to appropriate test and instrument 
selection, and to the interpretation of research results. Patterns of child 
rearing, shared care and attachment with care-givers may affect many areas 
of development. Schooling and academic achievement may be given 
differential emphasis. Family composition needs to be clearly defined and 
researched; making clear who lives at home and who is available to support 
the child. Researchers must not make presumptions based on their own 
cultural background.
It is almost impossible to control for all biological and social risk factors that 
might contribute towards the full explanation of the level of adaptive behavior.
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Researchers need to be clear about which factors co-exist and chose 
variables that contribute independently or can represent a group of variables. 
For example the experience of maternal death could be included without the 
need to include other experiences relating to the lack of continuity of care 
provisions or the carer’s relationship to the child. The experience of maternal 
death alone may be sufficient in predicting outcome. Perhaps an additional 
measure of the quality of current care or the quality of the carer-child 
relationship would add more information to the analysis.
A number of biomedical factors should be measured. Collaboration with 
medical colleagues will be essential, including if possible access to 
neurological evaluation. The factors were listed in section 1.2. Specific ideas 
include:
• Viral load fluctuations of mother during pregnancy. Particularly high viral 
loads may indicate timing of transmission that also correspond to the timing 
of neurological damage;
• Viral load fluctuations of child. By mapping brain development and timing of 
high viral loads, the type^pf neurological and neuropsychological damage 
may be better understood;
• A complete history of anti-retroviral drug administration, both for the mother 
during pregnancy and for the child with the aim of monitoring the short and 
long-term, positive and negative effects of drug therapy upon development. 
Neuropsychological and developmental measures should be included in 
drug trial protocols. Unfortunately this has not been the case in Europe and 
it appears the quality of life has not always been thought of as important as 
longevity. Information on the long-term effects upon development will help 
parents and carers to make informed decisions about medication;
• Prematurity, systemic illnesses during pregnancy.
A clear picture of neurological and neuropsychological damage may help in 
estimating the timing of transmission. Damage to areas formed early in fetal
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brain development may suggest that this happened around the point of HIV 
transmission to the child. For example the basal ganglia are formed during the 
first three months of fetal brain growth. If transmission occurs at this point this 
area may show greater damage. This may have implications for the 
administration of drug therapy during pregnancy that aims to prevent 
transmission. The timing of transmission and neurological damage may also 
predict the type of disease progression observed in children. Whether a child 
becomes a ‘rapid progresser’ or remains a ‘slow progresser’ may depend 
upon the timing of transmission.
Research with children of school age remains a necessity as well as 
presenting different challenges. More information is needed about their 
developmental profiles and their consequent support requirements. Many of 
these children probably fall within the ‘slow-progressors’ group. The 
mechanism behind central nervous system damage and neuropsychological 
problems may be that of gradual dissemination of the virus. Research could 
therefore be guided by adult neurological and neuropsychological studies.
The neuropsychiatrie effects should also be considered.
The deep-seated psychological effects of coping with a life-threatening 
chronic condition also need examining. It would be helpful to identify how 
children’s knowledge and perceptions of a disease and the knowledge of their 
condition contribute to psychological adjustment and difficulties, and how this 
in turn affects development. Varni and Wallender (1988) emphasized the 
need to take these factors into account. What are the mediating factors in this 
process? Do the perceived attitudes of others the stigma associated with the 
disease or one’s attitudes towards the stigma of HIV act in a mediating role? 
What are the protective roles of social networks and supports, childcare 
patterns and arrangements? Personality and coping mechanisms are also 
frequently identified as mediating factors in studies of psychological 
adjustment, what are their roles in development?
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The difficulty of identifying comparison groups has been highlighted in this 
study. Affected children provided a good comparison group but they cannot 
be used without matching several factors. Exposure to HIV and anti-retroviral 
medication irrespective of transmission must be identified as these may 
confound results. Comparison with other groups may also answer other 
questions. For example children with a chronic illness that occurs in 
demographically similar populations would examine questions about the 
effects of coping with a chronic illness upon adaptive behavior.
The methodological limitations of a small sample, noted in section 4.6, should 
be overcome by a multi-center study. A mixed cross sectional and longitudinal 
design would address several questions. This would enable comparisons with 
similar cultural groups and children with chronic illnesses as well as the 
longitudinal monitoring of individual and group change particularly within the 
context of the long-term effects of drug therapy. Fletcher et al. (1991) 
discussed methodological issues of using repeated measures of 
neuropsychological functioning in detail. This includes such issues as practice 
effects as well as using raw and standardized scores and the monitoring of 
changes in functioning due to normal maturation as well as central nervous 
system compromise. Many-of these problems would also be overcome with a 
mixed design.
The practical and clinical implications of this study raise ethical dilemmas. 
Where group numbers are small the statistical power of a study may not be 
large enough to draw valid conclusions. The size of the sample in this study 
suggests that only tentative conclusions should be drawn. Subjecting children 
to lengthy assessment procedures may also be questionable. Attempts were 
made in this study to keep procedures to a minimum or assessments were 
used that also had a very clear clinical purpose. The assessment battery for a 
larger scale study will need to keep these dilemmas in mind. Another major
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ethical issue in HIV research is the lack of peer-reviewed published research. 
This was demonstrated by the need to draw on conference abstract reports 
for the literature review. Findings must be disseminated and used to inform 
service planning, as well as assuring that repetitive, unnecessary research is 
not being carries out. Information is needed to help plan future services. For 
example educating both parents and teachers about developmental problems 
by providing good evidence based information is essential and a step towards 
accessing special educational needs support in schools. Information on 
development will also inform the type of support provided in the community 
and the type of interventions that may prove successful.
Finally there remains the need to take a child health perspective, 
concentrating on the long term needs of children and not those of adults. A 
developmental framework should be employed in both research and service 
provision. There is a need to assess individual situations, interpersonal 
factors, quality of life and coping strategies as a way to understanding the 
effects of chronic conditions on children, as well as the social and 
demographic background (Eiser, 1998).
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Vineland ABS Survey Form Items and Categorization
Domain & Subdomain Category Item
Communication
Domain
Receptive Subdomain Understanding
Listening and 
attending
Expressive Subdomain
Following
instructions
Pre-speech
expression
Beginning to talk
Interactive
speech
1. Turns eyes and head toward sound
5. Raises arms when caregiver says, “Come 
here” or “Up.”
6. Demonstrates the understanding of the 
meaning of “no.”
8. Demonstrates the meaning of at least 10 
words.
11. Demonstrates understanding of the meaning 
of “yes” or “okay.”
13. Points accurately to at least one major body 
part when asked.
23. Points accurately to all body parts when 
asked.
2. Listens at least momentarily when spoken to 
by caregiver.
10. Listens attentively to instructions.
17. Listens to a story for at least 5 minutes.
49. Attends to school or public lecture more 
than 15 minutes.
12. Follows instructions requiring an action and 
an object.
27. Follows instructions in “if then” form.
3. Smiles in response to presence of caregiver.
4. Smiles in response to presence of familiar 
person other than caregiver
7. Imitates sounds of adult immediately after 
hearing them.
9. Gestures appropriately to indicate yes, no, 
and “j want.”
18. Indicates preference when offered a choice.
15. Uses phrases containing a noun and a verb, 
or 2 nouns.
16. Name at least 20 familiar objects without 
being asked.
19. Says at least 50 recognizable words.
21. Delivers a simple message
22. Uses sentences of 4 or more words.
24. Says at least recognizable words
25. Speaks in full sentences.
14. Uses first names or nicknames of sibling, 
friends , or peers, or states their names when 
asked.
20. Spontaneously relates experiences in 
simple terms.
28. States own first and last name when asked.
29. Asks questions beginning with who, what, 
where, why and when.
31. Relates experiences in detail when asked.
36. Tells popular story, fairly tale, lengthy joke
Domain & Subdomain Category Item
Expressive Subdomain 
(continued)
Using abstract 
concepts 
Speech skills
Expressing 
complex ideas
Written Subdomain
Beginning to 
read
Reading skills
Writing skills
or television plot.
39. States month and day of birthday when 
asked.
42. States telephone number when asked.
43. States complete home address, including 
city and state when asked
30. States which of two objects not present is 
bigger.
26. Uses “a” or “the” in phrases or sentences.
32. Uses either in or between in a prepositional 
phrase.
33. Uses around as a preposition in a phrase.
34. Uses phrase or sentence containing but and 
or
35. Articulates clearly without sound 
substitution.
40. Uses irregular plurals.
46. Expresses ideas in more than one way 
without assistance.
54. Gives complex direction to others.
64. Has realistic long range goals and describes 
in detail plans to achieve them.
37. Recites all letters of the alphabet from 
memory.
38. Reads at least 3 common signs.
44. Reads at least 10 words silently or aloud.
47. Reads simple e stories aloud.
50. Reads on own initiative.
51. Reads books of at least second grade level.
52. Arranges items or words alphabetically by 
first letter.
56. Reads books of at least 4th grade level.
58. Uses a dictionary.
59. Uses a table of contents in reading 
materials.
62. Uses the index in reading materials.
63. Reads adult newspaper stories.
66. Reads adult newspaper or magazine stories 
each week.
41. Prints or writes own first and last name.
45. Prints or writes at least 10 words from 
memory.
48. Prints or write simple sentences or 3 or 
more words.
53. Prints or writes short notes or messages.
55. Writes beginning letters.
57. Writes in cursive most of the time.
60. Writes reports or compositions.
61. Addresses envelopes completely.
65. Writes advanced letters.
67. Writes business letters.
Daily Living Skills 
Domain
Personal Subdomain Eating and 1. Indicates anticipation of feeding on seeing
Domain & Subdomain Category Item
drinking
Personal Subdomain 
(continued)
Toileting
Dressing
Bathing
Grooming
Health care
breast, bottle or food.
2. Opens mouth when spoon with food is 
presented.
3. Removes food from spoon with mouth.
4. Sucks or chews on crackers.
5. Eats solid food.
6. Drinks from cup or glass unassisted.
7. Feed self with spoon.
10. Sucks from straw.
12. Feeds self with fork.
14. Feeds self with spoon without spilling.
24. Gets drink of water from tap unassisted.
47. Uses spoon, fork and knife competently.
9. Indicates wet or soiled pants or diaper by 
pointing, vocalizing or pulling at diaper.
16. Urinates in toilet or potty chair.
18. Defecates in toilet or potty chair.
19. Asks to use toilet.
23. Is toilet trained during the night.
34. Cares for all toileting needs without being 
reminded and without assistance.
13. Removes front opening coat, sweater or 
shirt without assistance.
15. Demonstrates interest in changing clothes 
when very wet or muddy.
20. Puts on “pull up” garments with elastic waist 
bands.
29. Puts shoes on correct feet without 
assistance.
31. Dresses self completely except for tying 
shoelaces.
40. Fastens all fasteners.
43. Ties shoe laces into a bow without 
assistance.
50. Dresses self completely including tying 
shoelaces and fastening fasteners.
62. Dresses in anticipation of changes in 
weather without being reminded.
17. Bathes self without assistance.
28. Washes and dries self with assistance.
39. Dries self with towel without assistance.
44. Bathes or showers without assistance.
11. Willingly allows caregiver to wipe nose.
25. Brushes teeth without assistance.
37. Cares for nose without assistance.
65. Cares for hair without being reminded and 
without assistance.
70. Cares for own finger nails without bring 
reminded and without assistance.
46. Covers mouth and nose when coughing and 
sneezing.
63. Avoids persons with contagious illnesses 
without being reminded.
75. Looks after own health.
Domain & Subdomain Category Item
Domestic Subdomain Housekeeping
Domestic Subdomain 
(continued)
Kitchen chores
Caring for 
clothds
Community Subdomain Safety skills
Telephone skills
22. Puts possessions away when asked.
27. Helps with extra chores when asked.
36. Puts clean clothes away without assistance 
when asked.
51. Makes own bed when asked.
55. Uses basic tools.
58. Sweeps, mops or vacuums floor carefully 
without assistance when asked.
67. Uses household cleaning products 
appropriately and correctly.
73. Straightens own room without being 
reminded.
77. Makes own bed and changes bedding 
routinely.
78. Cleans room other than own regularly when 
asked.
79. Performs routine house repairs and 
maintenance tasks without being asked.
33. Sets table with assistance.
38. Clears table of breakable items.
41. Assists in food preparation requiring mixing 
and cooking.
57. Sets table without assistance when asked.
66. Uses stove or microwave oven for cooking.
71. Prepares food that requires mixing and 
cooking without assistance.
83. Plans and prepares main meal of the day 
without assistance.
80. Sews buttons, snaps or hooks on clothes 
when asked.
85. Takes complete care of own clothes without 
being reminded.
89. Sews own hems or makes other alteration 
without being asked or without assistance.
8. Demonstrates understanding that hot things 
are dangerous.
35. Looks both ways before crossing street or 
road.
42. Demonstrates understanding that it is 
unsafe to accept food, money or rides from 
strangers.
45. Looks both ways and crosses street alone.
49. Obeys traffic lights and walk and Don't Walk 
signs.
53. Fastens seat-belt in automobile 
independently.
30. Answers telephone appropriately.
32. Summons to the telephone the person 
receiving a call or indicates that the person is 
not available.
48. Initiates telephone calls to others.
59. Uses emergency telephone number in 
emergency.
69. Uses the telephone for all kinds of calls
Domain & Subdomain Category Item
Money skills
Community Subdomain 
(continued)
Time and dates
Left-right orientation 
Restaurant skills 
Job skills
without assistance.
72. Uses a pay telephone.
21 Demonstrates understanding of the function 
of money.
54. States value of penny, nickel, dime and 
quarter.
68. Correctly counts change from a purchase 
costing more than a dollar.
74. Saves for and has purchased at least one 
major recreational item.
76. Earns spending money on a regular basis.
81. Budgets for weekly expenses.
82. Manages own money without assistance.
88. Budgets for monthly expenses.
92. Has checking account and uses it 
responsibly.
26. Demonstrates understanding of the function 
of a clock either standard or digital.
52. States current day of the week when asked.
61. States current date when asked.
64. Tells time by five minute segments.
56. Identifies left and right on others.
60. Orders own complete meal in restaurant.
84. Arrives at work on time.
86. Notifies supervisor if arrival at work will be 
delayed.
87. Notifies supervisor when absent because of 
illness.
90. Obeys time limit for coffee breaks and lunch 
at work.
91. Holds full time job responsibly. _________
Socialization Domain
Interpersonal
Relationships
Subdomain
Responding to 
others
Expressing and
recognizing
emotions
Imitating
Social
communication
1. Looks at face of caregiver.
2. Responds to voice of caregiver or another 
person.
3. Distinguishes caregiver from others.
9. Reaches for familiar person.
5. Expresses two or more recognizable 
emotions such as pleasure, sadness, fear, or 
distress.
6. Shows anticipation of being picked up by 
caregiver.
7. Shows affection toward familiar people.
17. Shows desire to please caregiver.
24. Labels happiness, sadness, fear, and anger 
in self.
14. Imitates simple adult movements, such as 
clapping hands or waving good-bye, in 
response to a model.
19. Imitates a relatively complex task several 
hours after it was performed by another.
20. Imitates adult phrases heard on previous 
occasions.
15. Laughs or smiles appropriately in response 
to positive statements.
Domain & Subdomain Category Item
Friendship
Thoughtfulness
Interpersonal 
Relationships 
Subdomain (continued)
Belonging to 
groups
Dating
Play and Leisure Time 
Subdomain Playing
Sharing and 
cooperating
Television and 
radio
16 Addresses at least two familiar people by 
name.
25. Identifies people by characteristics other 
than name, when asked.
31. Responds verbally and positively to the 
good fortune of others.
53. Initiates conversations on topics of particular 
interest to others.
56. Responds to hints or indirect cues in 
conversation.
22. Shows a preference for some friends over 
others.
29. Has a preferred friend of either sex.
37. Has a best friend of same sex.
39. Makes or buys small gifts for caregiver or 
family member on major holidays, on own 
initiative.
52. Remembers birthdays or anniversaries of 
immediate family members and special friends.
33. Has a group of friends.
63. Belongs to older adolescent organized club, 
interest group, or social or service organization.
64. Goes with one person of opposite sex to a 
party or public event where many people are 
present.
65. Goes on double or triple dates.
66. Goes on single dates.
4. Shows interest in novel objects or new 
people.
8. Shows interest in children or peers other than 
siblings.
10. Plays with a toy or other object alone or with 
others.
12. Uses common household objects for play.
13. Shows interest in activities of others.
18. Participates in at least one game or activity 
with others.
21. Engages in elaborate make-believe 
activities, alone or with others.
35. Plays more than one board or card game 
requiring skill and decision making.
26. Shares toys or possessions without being 
reminded.
28. Follows rules in simple games without being 
reminded.
27. Names one or more television programs 
when asked, and tells on what days and 
channels the programs are shown.
48. Watches television or listens to the radio for 
information about a particular area of interest.
58. Watches television or listens to radio for 
practical day-to-day information.
60. Watches television or listens to radio for 
news independently.
Domain & Subdomain Category Item
Coping Skills 
Subdomain
Coping Skills 
Subdomain (continued)
Hobbies
Going places 
with friends
Manners
Following rules
Apologizing
Keeping secrets
Controlling
impulses
Responsibility
54. Has a hobby.
57. Participates in nonschool sports.
49. Goes to evening school or facility events 
with friends, when accompanied by an adult.
61. Goes to evening school or facility events 
with friends, without adult supervision.
62. Goes to evening nonschool or nonfacility 
events with friends, without adult supervision.
23. Says “please” when asking for something.
36. Does not talk with food in mouth.
38. Responds appropriately when introduced to 
strangers.
42. Ends conversations appropriately.
47. Uses appropriate table manners without 
being told.
30. Follows school or facility rules.
34. Follows community rules.
43. Follows time limits set by caregiver.
32. Apologizes for unintentional mistakes.
51. Apologizes for mistakes or errors in 
judgment.
40. Keeps secrets or confidences for more than 
one day.
46. Keeps secrets or confidences for as long as 
appropriate.
44. Refrains from asking questions or making 
statements that might embarrass or hurt others.
45. Controls anger or hurt feelings when denied 
own way.
50. Independently weighs consequences of 
actions before making decisions.
41. Returns borrowed toys, possessions, or 
money to peers, or returns tiorrowed books to 
library.
55. Repays money borrowed from caregiver.
59. Makes and keeps appointments._________
Appendix 2 
a. Consent forms
b. Flyer and Study explanation for the control group children and carers
283
Lewisham & Guy’s Mental Health NHS Trust
Cascaid Team
CONSENT TO ASSESSM ENT
As part o f routine care for your child we will be looking at their development and how 
they are getting on in everyday life. This assessment will be repeated every 8 months or 
every year. This helps us check whether the HIV infection is having any effect on your 
child’s development and behaviour. It also helps us monitor the effects o f drugs and 
helps us to give advice to other people that are involved in the care o f your child.
I (name)...................................... ....................................................
o f  (add ress)....................................................................................
give my permission for the assessment o f my child (name).
Signed
date
Sometimes we will contact your child’s school as this gives us extra information about 
how well they are doing. This will only be done with your consent and following 
discussion with you.______________________________________________________________
Permission to contact my child’s school □  (please tick)
Name o f school , -
Name o f teacher
Signed
date
RESEARCH
W e are currently studying the effects o f long-standing illness on children’s behaviour 
and development. W e may therefore use the results from your child’s assessment to 
compare them with other cliildren. The name o f your cliild will be kept private . Please 
feel free to ask any questions and withdraw your permission at any time._______________
I give my permssion for the results o f the assessment to be used for research piuposes. 
Any questions I had have been answered to my satisfaction. I understand that I may 
withdraw my child from tlie research at any stage without having to give a reason and 
that withdrawal will in no way affect the care that my child receives.__________________
Signed (parent)
date
Signed (psychologist)
date
Lewisham & Guy’s Mental Health NHS Trust
Cascaid Team
APPENDIX 5
CONSENT TO ASSESSMENT
As part o f your routine care we will be looking at your development and how you are 
getting on in everyday life. This assessment will be repeated every 8 months or every 
year. This helps us check whether the HIV infection is having any effect on your 
developm ent. It also helps us monitor the effects o f drugs and helps us to give advice 
when you give your pennission, to other people that are involved in your care.________
I
(name).
o f (add ress).........................................................................................................................
give my permission for this assessment and friture follow-up assessments. Any 
information that is to be shared will first be discussed with me.
Signed
date
Sometimes we will contact your school as tliis gives us extra information about how 
well you are doing. This will only be done with your consent and following discussion 
with you.________________________________________________________________________
Permission to contact my school □  (please tick) 
Name o f school
Name o f teacher 
Signed
date
RESEARCH
W e are currently studying the effects o f long-standing illness on young people’s 
development. W e may therefore use the results fr"om your assessment to compare them 
with other yoimg people. Your name will be kept private . Please feel fi’ee to ask any 
questions and withdraw your permission at any time._________________________________
I give my permssion for the results o f the assessment to be used for research purposes. 
Any questions I had have been answered to my satisfaction. I understand that I may 
withdraw fr*om the research at any stage without having to give a reason and that 
withdrawal will in no way affect tlie care that I receive.__________________________ ____
Signed (young person)
date
W itnessed (parent or carer)
date
Signed (psychologist)
date
Lewisham & Guy’s Mental Health NHS Trust
Cascaid Team
CONSENT FORM  FOR PARTICIPATIO N IN RESEARCH
We are currently studying the effects o f long-standing illness on children’s behaviour 
and development. W e will use the results from your child’s assessment to compare 
them with other children who have a long-standing illness. The name of your child will 
be kept private. The assessment will include a short test that your child will do, lasting 
about 5 minutes, and an interview with yourself that inquires about your child’s 
behaviour. This will last about 30 minutes. W ith your pennission we will also ask your 
cliild’s teachers about their everyday behaviour and how they are getting on in school. 
Tliis pennission is asked for separately below. Please feel free to ask any questions and 
withdraw your pennission at any time.______________________________________________
I give my permssion for the results o f the assessment to be used for research purposes. 
Any questions I had have been answered to my satisfaction. I understand that I may 
withdraw my child from the research at any stage without having to give a reason.
Î Signed (parent)
date
Signed (psychologist)
date
Permission to contact my child’s school □  (please tick)
Name o f school
Name o f teacher
Contact telephone no.
Signed
date
R E S M H  P R O iC I
Dear Parent/ Carer/ Guardian
Your child’s school is helping us with a research project. We are looking into the 
development of children who have life-threatening illnesses. We need to compare these 
children to children who are not ill and this is where you can help us. We need to interview 
you for about half an hour about your child’s development. In return we will provide you 
with a report on their development.
If you would like to learn more about your child and help us out at the same time please fill 
in the slip below and return it to your child’s class teacher by Friday XXXXX. We will then 
invite you to an appointment at school or visit you at home. This will probably take place 
during the fortnight commencing Monday XXXXX.
Thank you for your help
f  ■
Fiona Hirst, Clinical Child Psychologist
X
I would like to help out with the research and learn how my child is developing 
Name of child------------------------------------------------------------------------------------------
Address-
Telephone no .---------------------------------------------
Signed--------------------------------------------------------
Please return to school by Friday 15th January.
■(parent/carer/guardian)
THE PSYCHOLOGICAL EFFECTS OF LONG-STANDING ILLNESS IN CHILDREN AND
YOUNG PEOPLE 
RESEARCH PROJECT
We are looking for volunteers to help us identify some of the problems that children with serious
illnesses have.
If you agree to take part we will be asking you some questions about how well your child is getting 
on in everyday life, looking at his or her communication skills and how well they get on with 
friends. This interview will take about 40 minutes.
We will also do a quick puzzle with your child to measure his or her thinking abilities: This will take
about 5 minutes.
If you agree we would also like to contact your child’s teacher and ask about how well he or she
is getting on at school.
We will also ask you a few questions about your background and your child’s illnesses to make 
sure that we have interviewed a cross section of people and know a little about your child’s
experiences.
The results of this assessment will then be compared to other children’s assessments but your 
child’s name will not be used as we are going to compare groups of children and don’t need to
identify your child
If you would like to know the results of your child’s assessment we will write a report and send this 
to your consultant or GP - please let the psychologist know when you sign the consent form
If you would like to take part in the study the psychologist will make an appointment to see you the 
next time you attend the children’s clinic. The whole assessment will take about 1 hour.
Please ask any questions or contact the psychologist on Tel. No. 0171 407 2000
If you do not want to take part in the study this will in no way affect your child’s schooling.
You do not have to give a reason.
___________________ The study has been approved by your hospital__________
The researcher is a Clinical Psychologist caiied Fiona Hirst and she works for Lewisham & Guy’s Mental Health NHS Trust
THE PSYCHOLOGICAL EFFECTS OF LONG-STANDING ILLNESS IN
CHILDREN AND YOUNG PEOPLE
RESEARCH PROJECT
We are looking fbr volunteers to help us identify some of the problems that young people with
serious illnesses have.
If you agree to take part we will be asking your parents or carers some questions about how well 
you are getting on in everyday life, looking at your communication skills and how well you get on 
with friendS: This interview will take about 40 minutes
We will also do a quick puzzle with you to measure your thinking abilities. This will take about 5
minutes.
If you agree we would also like to contact your teacher and ask about how well you are getting on
at school.
We will also ask you a few questions about your background and your illnesses to make sure that 
we have interviewed a cross section of people and know a little about your experiences.
The results of this assessment will then be compared to other young people’s assessments but 
your name will not be used as we are going to compare groups of young people and don’t need
to identify you
If you would like to know the results of your assessment we will write a report and send this to 
your consultant or GP - please let the psychologist know when you sign the consent form
We will be contacting your clinical team to let them know the results of the study and making any 
recommendations about service developments that the results suggest.
If you would like to take part in the study the psychologist will make an appointment to see you the 
next time you attend the clinic. The whole assessment will take about 1 hour.
Please ask any questions or contact the psychologist on Tel. No. 0171 407 2000
If you do not want to take part in the study this will in no way affect your schooling. You do
not have to give a reason.
The study has been approved by your hospital
The researcher is a Clinical Psychologist called Fiona Hirst and she works for Lewisham & Guy’s Mental Health NHS Trust
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Analysis of association between groups and background variables
1. Demographic Variables
The HIV group and the affected group were compared with the control group 
on a number of demographic and sociocultural factors that are thought to 
contribute towards development. Information was cross tabulated and where 
necessary the samples were compared using chi-square for nominal data and 
one-way AN OVA for interval data. Chi-square was not performed if expected 
cell frequencies were less than 5 (p.241, Kinnear and Gray, 1997).
Sex
Table A presents the distribution of male and female participants by group. 
Table A Sex by group
Female Male Total
HIV Group 10 6 16
Affected Group 6 10 16
Control 8 8 16
Total 24 24 48
Taking a significance level of p=0.05 there were no significant association 
between sex and group.
■f •
Age
The mean age (in months), the minimum and maximum and standard 
deviation are presented in Table B.
Mean Minimum Maximum S.D.
HIV Group 79 48 127 26
Affected Group 117 68 178 30
Control 88 53 135 23
Analysis of variance suggested that there were significant differences 
between the groups for age (d.f.=2(45), F=9.02, p=0.001). Post hoc analysis 
using the Bonferroni method found differences between the HIV group and 
the Affected group (d.f.=15, mean difference= -38.13, p=0.001) and between 
the Affected group and control (d.f.=15, mean difference=28.69, p=0.011).
overcome these differences. This was not possible for the Prosocial and 
Difficulties scores obtained from the SDQ.
Ethnic Origin
Table C presents the ethnic origin of the maincarer by group.
Table C Mother’s ethnic origin by group
Black African Black British White European Other Total
HIV Group 15 0 1 0 16
Affected Group 13 0 2 1 16
Control 3 4 0 9 16
Total 31 4 3 10 48
Ethnic origin was dichotomized in the analyses employed, into White British 
and Minority (the rationale based upon the hypothesized effect upon 
development as measured by the Vineland ABS). Table D presents this 
classification and suggests that the groups were similar enough to require no 
further statistical analysis.
Minority Group White British Total
HIV Group f 16 0 16
Affected Group 14 2 16
Control 16 0 16
Total 46 2 48
Education Level of Maincarer
The education level of the maincarer was dichotomized in the analyses, into 
those carers who had completed up to 12 years of education (that is 
compulsory education in Britain) and those who had completed more than 12 
years of education, including higher qualifications and professional 
qualifications. Table E presents this information.
Table E Maincareris level of education
Up to 12 years 
education
more than 12 
years education
Total
HIV Group 4 12 16
Affected Group 10 6 16
Control 5 11 16
Total 19 29 48
There was a significant association between the HIV group and the Affected 
group (Pearson chi-square=4.571, d.f.=1, p=0.033) but not between the 
Affected group and the control. Comparison between the HIV group and 
control was not necessary.
Number o f carers
The number of carers living at home is presented in Table F.
Table F Number of carers living with
1 Carer 2 Carers Total
HIV Group 8 8 16
Affected Group 11 5 16
Control 7 9 16
Total 26 22 48
he child by group
Taking a significance level of p=0.05 there were no significant association 
between the number of carers and group.
Relationship of Maincarer to Child
The relationship of the maincarer to the child was dichotomized in the 
analyses into parent or close family member and adoptive or foster or 
authority. Table G presents this information.
Table G Relationship of maincarer to chile
Parent Adoptive/
Foster
Total
HIV Group 15 1 16
Affected group 13 3 16
Control 16 0 16
Total 44 4 48
by group
Further statistical comparison was not performed as this classification 
suggested the groups were similar in composition on this factor.
Main carers emigration experience
The main carer’s time living in Britain was dichotomized in the analyses, with 
levels reflecting the amount of stability in the carer’s life. These are presented 
in Table H below.
Table H Main carers emigration ex perience by group
Less than 5 years 5 years and longer Total
HIV group 4 12 16
Affected group 4 12 16
Control 0 16 16
Total 8 40 48
Further statistical comparison was not performed as this classification 
suggested the groups were similar in composition on this factor.
Child's Emigration experience
The child’s time living in Britain was dichotomized in the analyses, groupings 
reflecting the amount of stability in the child’s life and their experience of 
emigration. This information is presented in Table J below.
Table J Child’s Emigration ex perience by group
Emigrated Born in Britain Total
HIV group 6 10 16
Affected group 9 7 16
Control 2 14 16
Total 17 31 48
Statistical analysis suggested that there were no significant association 
between the HIV and affected group and child’s emigration experience but 
that there was a significant association between the affected and control 
groups (d.f.=1, Pearson chi-square= , p=0.009). Analysis of the association 
between the HIV and control group was not possible but the pattern of
distribution between levels suggests the distributionof experience between 
groups was similar.
Time in current home
The time in the current home was dichotomized in the analyses into 
categories reflecting the amount of stability in the housing situation. The 
information is presented in Table K below.
Table K Time in current home by group
Less than 2 years 2 years or more Total
HIV Group 5 11 16
Affected Group 8 8 16
Control 6 10 16
Total 19 29 48
Taking a significance level of p=0.05 there were no significant associations 
between group and time in current home.
Status of home
Difficulties with housing werf-identified and the results are presented in Table 
L below.
Table L Housing stability by group
Permanent Temporary Total
HIV Group 16 0 16
Affected Group 14 2 16
Control 14 2 16
Total 44 4 48
Further statistical comparison was not performed as this classification 
suggested the groups were similar in composition on this factor.
Immigration Problems
Table M presents the number of children and ma incarers with uncertain 
residential status in Britain.
Table M Immigration prob
Child Carer
HIV Group 2 3
Affected Group 3 1
Control 0 0
ems for maincarer and child by group
Further statistical comparison was not performed as this classification 
suggested the groups were similar in composition on this factor.
Experience of loss
Table N presents the experience of maternal death as well as the experience
of the death of a close family member or friend.
Table N Experience of maternal death and death of a close family 
member or friend by group
Mother Other family member
HIV Group 7 11
Affected Group 10 10
Control 0 3
Chi-square comparison between the affected and HIV groups suggested that 
there was no significant asscfciation between group and maternal death. They 
had also experienced similar levels of bereavement of other family members. 
The control group had experienced very little loss compared to both the HIV 
and Affected groups.
2. Language Variables
Table 0  summarises the information collected on language variables.
Table O Maincarer’s first language, main language spoken at home and
language other 
than English 
spoken by mother 
as first language
Language other 
than English as 
Main Language 
spoken at home
Child
Bilingual
HIV Group 13 6 7
Affected Group 8 5 5
Control 8 4 7
Comparisons between the HIV and control groups suggested that there was 
no significant association between group and any of the language variables. 
Similarly there were no significant associations between the HIV and Affected 
groups and carer's first language and the child’s bilinguality and between the 
Affected and control groups and the child’s bilinguality. Statistical comparison 
was not necessary for the other comparisons as the groups were similar in 
composition on these factors.
3. School Variables
A number of variables related to school attendance and experiences at school 
were obtained. The results of group comparisons, where necessary, are 
presented below.
Number o f Schools attended
The number of schools attended by children in each group are presented 
below in Table P. As the age of children varied between groups it is expected 
that this would also differ. The information was collected for information 
purposes only. » ‘
Table P Number of schools attended by group
None 1 2 3 or more Total
HIV Group 1 8 6 1 16
Affected Group 0 2 11 3 16
Control 0 7 9 0 16
Total 1 17 26 4 48
Absenteeism
School absenteeism was classified as presented in Table Q but for purposes 
of analysis the percentage absence from school was used.
Table Q School absenteeism by group
Negligible Moderate High Percentage Absenteeism 
Mean Min. Max. S.D.
HIV Group 8 5 3 11.3 
(6 2% _
1
(1)
80'
(20)
26
(6.97)
Affected
Group
13 1 2 6.0 0 43 11
Control 10 5 1 4.6 0 24 6.5
Total 31 11 6
■' if excluded figures in parentheses show recalculated figures
Analysis of variance suggested that there were no significant differences 
between the groups for absenteeism from school (d.f.=2(45), F=1.13, p=0.33). 
A further analysis was performed excluding the extreme value from the HIV 
group. This made no difference to the significance of the analysis (d.f.=2(45), 
F=0.25, p=0.78).
Special Needs
Children registered with special needs as defined by the code of practice in 
schools were identified. This, information is presented in Table R and was 
collected for information purposes only.
Table R Children registered on the Special Educational Needs Code of
Stage No stage Total
HIV Group 4 12 16
Affected Group 6 10 16
Control 1 15 16
Total 11 37 48
It is worth noting that the Affected children were as likely to be registered on 
the Code of Practice as the HIV, although the age difference between the 
groups should also be taken into account.
4. Illness variables
Exposure to HIV, drugs or IVDU
The HIV group and affected group were similar in the exposure to HIV 
disease, HIV medication and intra-venous drug use during pregnancy. This 
meant that these variables could be discounted as contributing or 
confounding factors in levels of development as measured by the Vineland 
ABS. The main difference was that of HIV exposure during fetal development 
and its possible effects upon the central nervous system.
Children’s attendance at outpatient appointments
The frequency of outpatient appointments was dichotomized for the analyses 
into levels that reflected the disruption to normal routines, such as school 
attendance. This grouping is presented in Table J. The pattern of attendance 
was similar for children with HIV and those affected by HIV. The control group 
children all attended appointments infrequently.
Table J Frequency of outpatient appointments by group
Once a month or 
more frequently
Once every 2 
months or less often
Total
HIV Group 12 16
Affected 5 11 16
Control 0 16 16
Total 9 39 48
Other variables
None of the affected children or control group had experienced admission to 
hospital. Three of the children with HIV had experienced admission to 
hospital. One of these had been admitted eight times over the last two years, 
one child had been admitted six times whilst the other had been admitted only 
once.
The time since the first diagnosis of HIV in the family was similar for both the 
affected and HIV groups. This data was gathered for information purposes 
only.
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The Strengths and Difficulties Questionnaire (Goodman 1997)
The five scales and their items
Scale Item
Hyperactivity Restless, overactive, cannot stay still 
for long
Constantly fidgeting or squirming 
Easily distracted, concentration 
wanders
Thinks things out before acting 
Sees tasks through to the end, good 
attention span
Emotional Symptoms Often complains of head-aches, 
stomach-ache or sickness 
Many worries, often seems worried 
Often unhappy, down-hearted or 
tearful
Nervous or clingy in new situations, 
easily loses confidence 
Many fears, easily scared
Conduct Problems
r
Often has temper tantrums or hot 
tempers
Generally obedient, usually does what 
adults request
Often fights with other children or 
bullies them 
Often lies or cheats
Steals from home, school or elsewhere
Peer Problems Rather solitary, tends to play alone 
Has at least one good friend 
Generally liked by other children 
Picked on or bullied by other children 
Gets on better with adults than with 
other children
Prosocial Considerate of other people’s feelings 
Shares readily with other children 
(treats, toys, pencils, etc.)
Helpful if someone is hurt, upset or 
feeling ill
Kind to younger children 
Often volunteers to help others 
(parents, teachers, other children
Interpreting scores and defining ‘caseness’ (Goodman, 1996, personal 
communication)
The provisional bandings shown below have been chosen so that roughly 
80% of children in the community are normal, 10% are borderline and 10% 
are abnormal. In a study of a high risk sample where false positives were not 
a major concern, you could identify likely “cases” by a borderline or high score 
on one of the total deviance scales. In a study of a low risk sample where it 
was more important to reduce the rate of false positives, you could identify 
likely “cases” by a high score on one of the total deviance scales.’
Normal Borderline Abnormal
Parent Completed
Total Difficulties Score 0 - 1 3  14-16 17-40
Prosocial Behavior Score 6 - 1 0  5 0 - 4
Teacher Completed
Total Difficulties Score 0-11 12-15 16-40
Prosocial Behavior Score 6 - 1 0  5 0 - 4
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Dear
re: d.o.b
We are currently collecting information on the above child for a research project. 
We have parental permission to contact you in order to help complete our 
assessment.
Please could you complete the enclosed forms and return as soon as possible in 
the s.a.e. provided.
If you have any queries please contact me in 0421 977345.
Thank you for your assistance
Yours sincerely
Fiona Hirst
Principal Clinical Psychologist
Nam e
School attendance record (absences this term)
School attendance record (absences last school year) 
(please report in % i f  possible or give total possible 
attendances)
Attainm ents
STATS results ( if  available)
Reading
W riting
M athem atics
Special needs stage (if  applicable)
A ny comm ents
Thank you for your help
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Master Sheet for entries to Database
Data Sheet 
Identification Code 
Name (if applicable)
DATA variables entry code
Age months number of months
Sex l=female, 2=male I=female, 2=male
School year 1/2/3/4/5/6/7/8 year number
Sats results (if available) English/Maths/Science levels
Attainments Reading age months
Length of time at present 
school
months no. of months
School attendance record % absence last school term percentage absence
No. of schools attended 1/2/3 or more (include nursery) number
Special needs stage 0/1/2/3/4/5 no stage=l, stage=2
Ethnic origin as Trust 1 Black African 4 Asian
2 Black British 5 Other
3 White European 6 Carrib
Parents first language language English=l, not English=2
Main language spoken in home language English=l, not English=2
How long in this country 
(parents)
years/months less than a year=l 
less than 3 years=2 
less than 5 years=3 
5 to 10 years=4 
more than 10 years=5
How long in this country (child) years/months bom here=0, 
as above
Parents education primary/ secondary/higher/prof primary=l
secondary=2
higher=3
professional#
No. of carers at home 1/2/3 or more no. of carers
Relationship to child parent(s)/ close family member/ 
foster/ agencies
l=parent 
2=close family 
3=foster/adoptive 
4=agency
How long in current home years/months less than 6 months=l 
less than a year=2 
less than 2 years= 3 
2 to 5 years = 4 
more than 5 years =5
Temporary or permanent home temporary/permanent permanent =1, temporary =2
No. of homes in last 24 months 1/2/3 or more 1=1, 2=2, 3=3 or more
Immigration status (parents) no problem/problem 1= no problem, 2=problem
Immigration status (child) no problem/problem as above
DATA variables entry code
Home SDQ - difiBculties score score
Home SDQ - prosocial score score
School SDQ - difficulties score score
School SDQ - prosocial score score
Vinelands Overall Score standard score
Communication Domain standard score
Socialisation Domain standard score
Daily Living standard score
Motor standard score (if applicable)
Communication age level months
Socialisation age level months
Daily Living age level months
Motor age level months
Receptive age level months
Expressive age level months
Written age level months
Personal age level months
Domestic age level months
Community age level months
Interpersonal relationships age level months
Play and leisure time age level months
Coping age level months
IQ estimation stand, score of triangle subtest standard score
Kaufman (if available) MPC standard score standard score
Kaufinan (if avail) Non-verbal standard score standard score
HIV status positive l=negative, 2=positive
CD4 count percentage %
CD4 count classification 
I=>25% no evidence of 
immunosupression 
2=15-24% moderate 
3=<15% severe
number
Viral load number
HIV during pregnancy no=l yes=2
AZT during pregnancy no=l yes=2
HIV medication no=l yes=2
Any other illness note illness
Hearing or sight problems note
First diagnosis in family date no. of months since diagnosis
Child’s diagnosis date number of months
DATA variables entry code
Frequency of outpatient appts 
(all services)
1 less
2 1 per 2 months
3 1 per month
4 1 per fortnight
5 1 per week
less=l
I per 2 months = 2 
1 per month = 3 
1 per fortnight = 4 
1 per week = 5
No. of hospital admissions in 
last 24 months
number of admissions number of admissions
Child’s knowledge of own 
diagnosis
1 none
2 not been told full info
3 fiill information
none = 1
not been told full info = 2 
fiill information = 3
Parents health - HIV positive 1 no 2 yes no = 1 yes = 2
Parents health no. of hospital admissions in 
last 24 months:
no. of admissions
Child’s knowledge of parents 
diagnosis
1 none
2 not been told full info
3 full information
none = 1
not been told full info = 2 
full information = 3
Maternal death 1 no 2 yes no = 1 yes = 2
No. of deaths experienced in 
last 24 months
1 2 3 4 5 or more number of deaths
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Centers for Disease Control 1994 revised classification system fo r HIV 
infection in children less than 13 years old: immunological categories 
based on age specific CD4+ T-lymphocyte counts and percents of total 
lymphocytes.
Age of child
Immunological
category
<12 months 
/pL (%)
1-5 years
/p (%)
6-12 years 
/p (%)
1. No evidence of 
immunosuppression >1,500 (>25) >1,000 (>25) >500 (>25)
2. Moderate 
immunosuppression 750-
1,499
(15-24) 500-999 (15-24) 200-
499
(15-24)
3. Severe
immunosuppression
<750 (<15) <500 (<15) <200 (<15)
NB. Child is classified on basis of either the absolute count or the percent. If 
both are available and are not concordant, the child should be classified into 
the more severe category. Initial and any subsequent changes in classification 
should be confirmed on two separate samples. A child should not be 
reclassified to al less severe category if subsequent CD4 determinations 
improve
By 12 years of age the immune system of the child is considered to be 
mature. The classification for children aged 13 and 14 years is based on the 
older age group.
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Analysis of Adaptive Behavior by Group 
Children with HIV
1. The Communication Domain
Age ratio scores for the subdomains of the Communication domain are 
presented in Table A. Classifications based on the adaptive levels of scores 
are also presented.
Table A Communication Subdomain age ratio scores in the group of 
children with HIV
Age Ratios Mean Min. Max. S.D. Adequate High Low
Receptive
Language
77 55 112 15.6 12 0 4
Expressive
Language
80 37 125 18.1 10 0 6
Written Skills 88 24 125 21.4 11 2 3
Within subjects analysis of variance suggested that there was a significant 
difference between the subdomains (d.f.=2(30), F=4.639, p=0.018). Post hoc 
paired sample t-tests were calculated. Significant differences were found 
between the Receptive Language and Written Skills subdomains (d.f.=15, t=- 
2.303, p=0.036) and between the Expressive Language and Written Skills 
subdomains (d.f.=15, t=-2.759, p=0.015). Children with HIV tended to score 
higher on the Written Skills subdomain when compared to their Receptive 
and Expressive language skills. There were no significant differences 
between their Receptive and Expressive language skills.
2. The Socialization Domain
Age ratio scores for the subdomains of the Socialization domain are 
presented in Table B. Classifications based on the adaptive levels of scores 
are also presented.
Table B Socialization Subdomain age ratio scores in the group of 
children with HIV
Age Ratios Mean Min. Max. S.D. Adequate High Low
Interpersonal
Relationship
Skills
90 37 136 28.7 9 1 6
Play and 
Leisure Skills
83 39 146 27.5 8 1 7
Coping Skills 85 32 113 26.8 12 0 4
Within subjects analysis of variance found no significant differences between 
the subdomains (d.f.=2(30), F=0.427, p=0.427). Although there was a large 
degree of variance, the distribution showed homogeneity of variance.
3. The Daily Living Skills Domain
Age ratio scores for the subdomains of the Daily Living Skills domain are 
presented in Table C. Classifications based on the adaptive levels of scores 
are also presented.
Table C Dally Living Skills Subdomain age ratio scores In the group of 
children with HIV
Age Ratios Mean Min. Max. S.D. Adequate High Low
Personal Skills 92 62 127 17.9 11 1 4
Domestic
Skills
82 54 114 15.7 11 0 5
Community
Skills
88 55 112 14.5 12 0 4
Within subjects analysis of variance suggested that there was a significant 
difference between the subdomains (d.f.=2(30), F=4.307, p=0.035). The 
Bonferroni method was used to identify significant differences between the 
Domestic skills and Community skills subdomains (d.f.=15, t=-2.585, 
p=0.021). Children with HIV tended to score significantly lower on the 
Community skills subdomain compared to their scores on the other Daily 
Living Skills subdomains.
Children affected by HIV
1. The Communication Domain
Age ratio scores for the subdomains of the Communication domain are 
presented in Table D. Classifications based on the adaptive levels of scores 
are also presented.
Table D Communication Subdomain age ratio scores in the group of 
children affected by HIV
Mean Min. Max. S.D. Adequate High Low
Receptive 
Language Age 
Ratio
80 47 113 19.8 12 0 4
Expressive 
Language Age 
Ratio
97 56 159 26.6 11 1 4
Written Skills 
Age Ratio
102 60 150 20 11 2 3
Within subjects analysis of variance suggested that there were significant 
differences between the performance on the subdomains of the 
Communication domain (d.f.=2(30), F=8.445, p=0.001). Post hoc analysis 
using the Bonferroni method suggested that these differences were between 
the Receptive language andfWritten Skills subdomains (d.f.=15, t=-3.961, 
p=0.001), and between the Receptive Language and Expressive Language 
subdomains (d.f.=15, t=-2.866, p=0.012). Children affected by HIV scored 
significantly lower on Expressive Language skills and Written skills when 
compared to their Receptive Language skills.
2. The Socialization Domain
Age ratio scores for the subdomains of the Socialization domain are 
presented in Table E. Classifications based on the adaptive levels of scores 
are also presented.
Table E Socialization Subdomain age ratio scores in the group of
Mean Min. Max. S.D. Adequate High Low
Interpersonal 
Relationship 
Skills Age Ratio
78 34 147 31.3 8 1 7
Play and 
Leisure Skills 
Age Ratio
74 47 121 19.9 8 0 8
Coping Skills 
Age Ratio
80 48 124 22.7 9 0 7
Within subjects analysis of variance found no significant differences between 
the subdomain scores of the Socialization domain (d.f.=2(30), F=0.105, 
p=0.75).
3. The Daily Living Skills Domain
Age ratio scores for the subdomains of the Daily Living Skills domain are 
presented in Table F. Classifications based on the adaptive levels of scores 
is also presented.
Table F Daily Living Skills Subdomain age ratio scores in the group of 
children affected by HIV
Mean Min. Max. S.D. Adequate High Low
Personal Skills 
Age Ratio
97 70 137 21.1 13 2 1
Domestic Skills 
Age Ratio
92 65 127 17 13 0 3
Community 
Skills Age Ratio
97 70 129 15 13 3 2
Within subjects analysis of variance found no significant differences between 
the Daily Living subdomain scores (d.f.=2(30), F=0.818, p=0.451).
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Information for comparing Vineland ABS and Kaufman ABC scores
Values needed for statistical significance (p=0.05) when comparing the 
Adaptive Behavior Composite standard scores and the K-ABC Mental 
Processing Composite and Nonverbal scale standard scores.
Age group Composite/MPC Composite/Nonverbal
Standard score difference required
4.0-4.11 11 12
5.0-5.11 ' " 11 11
6.0-6.11 11 10
7.0-7.11 12 10
8.0-8.11 12 11
9.0-9.11 11 10
10.0-10.11 13 12
11.0-11.11 12 11
12.0-12.5 12 11
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The s t u d y  p r o v i d e s  a b r o a d  o v e r v i e w  a nd  c o m p a r i s o n  o f  t h e  
p s y c h o l o g i c a l  s t a t u s  o f  p a t i e n t s  w i t h  p s o r i a s i s .  I t  e x a m i n e s  
i n f o r m a t i o n  a b o u t  t h e  r e l a t i o n s h i p  b e t w e e n  t h e  p h y s i c a l  a nd  t h e  
p s y c h o l o g i c a l  w e l l b e i n g  o f  s u b j e c t s  u s i n g  a b a t t e r y  o f  p r e v i o u s l y  
v a l i d a t e d  m e a s u r e s ,  and  i n  a d d i t i o n  s u g g e s t s  p s y c h o l o g i c a l  
c h a r a c t e r i s t i c s  t h a t  may be i m p o r t a n t  i n  m e d i a t i n g  t h e  i m p a c t  o f  a 
c h r o n i c  c o n d i t i o n  s u c h  as  p s o r i a s i s .  S e l f  c a t h e x i s ,  s a t i s f a c t i o n  
w i t h  t h e  s e l f  o r  s e l f  e s t e e m  i s  i d e n t i f i e d  as  r e p r e s e n t i n g  
p s y c h o l o g i c a l  a d j u s t m e n t .  Body  c a t  h e x  i s ,  b od y  p a r t s
a t t r a c t i v e n e s s ,  a nd  b o d y  p a r t s  e f f e c t i v e n e s s  a r e  s u g g e s t e d  as  
c o n t r i b u t i n g  t o  an o v e r a l l  m e a s u r e  o f  b od y  i ma g e  and  a f u r t h e r  
r e p r e s e n t a t i o n  o f  p s y c h o l o g i c a l  a d j u s t m e n t  t o  a p a r t i c u l a r l y  
v i s i b l e  c o n d i t i o n  a nd  one  t h a t  d i r e c t  1 y e f f e c t s  t h e  o u t w a r d / s o c i a l  
p a r t  o f  t h e  b o d y  i m a g e . D i s c r e p a n c y  b e t w e e n  o b j e c t i v e  and  
s u b j e c t i v e  m e a s u r e s  o f  p s o r i a s i s  i n v o l v e m e n t  i s  a l s o  u s e d  as  a 
m e a s u r e  o f  a d j u s t m e n t .  S e v e r i t y  o f  p s o r i a s i s ,  v i s i b i l i t y ,  a g e  a t  
o n s e t ,  l e n g t h  o f  t i m e  s i n c e  d i a g n o s i s ,  l e n g t h  o f  t i m e  s i n c e  f l a r e -  
up a r e  a l l  u s e d  as  p a r a m e t e r s  o f  t h e  c o n d i t i o n .  Age d i f f e r e n c e s  
and  s e x  d i f f e r e n c e s  a r e  a l s o  e x a m i n e d  as  d i a g n o s i s  i n d e p e n d e n t  
v a r i a b l e s .  C o p i n g  r e s p o n s e s  t o  s t r e s s  and  s e l f  c o n s c i o u s n e s s  a r e  
a l s o  e x a m i n e d  as  i m p o r t a n t  a s p e c t s  o f  an i n d i v i d u a l ' s  
p s y c h o l o g i c a l  r e s o u r c e s .  I n t e r - r e l a t i o n s h i p s  a r e  e x a m i n e d  i n  
d e t a i l .  The v a r i o u s  p h y s i c a l  p a r a m e t e r s  o f  p s o r i a s i s  w i t h  t h e  
n o t e a b l e  e x c e p t i o n  o f  age  a t  o n s e t  do n o t  seem t o  be r e l a t e d  t o
. - . « « W s i S R
p s y c h o l o g i c a l  a d j u s t m e n t .  H o w e v e r , t h e  d i f f e r e n c e  b e t w e e n
o b j e c t i v e  and  s u b j e c t i v e  m e a s u r e s  o f  i n v o l v e m e n t  was  r e l a t e d  t o  
t h e  p o s t u l a t i n g  m e d i a t i n g  v a r i a b l e s ,  c o p i n g  s t r a t e g i e s ,  s o c i a l  
a n x i e t y  and  p u b l i c  s e l f  c o n s c i o u s n e s s .  A l t h o u g h  c a u s a l
r e l a t i o n s h i p s  c a n n o t  be c l a i m e d ,  b o d y  c a t  h e x  i s ,  t h a t  i s  
s a t i s f a c t i o n  w i t h  t h e  b o d y  p a r t i c u l a r l y  v a r i e s  w i t h  s e l f  e s t e e m ,  
s o c i a l  a n x i e t y ,  a ge  a t  d i a g n o s i s  o f  p s o r i a s i s  a nd  a p r o b l e m  f o c u s  
t o  c o p i n g .
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P s o r i a s i s  i s  n o t  a c o n t a g i o u s  d i s e a s e ,  n o r  n o r m a l l y  a d a n g e r o u s  
o n e ,  b u t  i t  c a n  be d i s f i g u r i n g  and  h a v e  s i g n i f i c a n t  p s y c h o 1o g i c a  1 
e f f e c t s .  U n l i k e  i n t e r n a l  d i s e a s e s ,  s k i n  p r o b l e m s  a r e  as  i t  w e r e  
a d v e r t i s e d .  B e c a u s e  a p e r s o n ' s  s k i n  l o o k s  so b a d ,  l i f e  and  
i n t e r a c t i o n s  w i t h  o t h e r  p e o p l e  c a n  be a f f e c t e d  t o  a g r e a t  d e g r e e .  
An i n d i v i d u a l  r e s p o n d s  t o  a n d  d e v e l o p s  a t t i t u d e s  t o w a r d s  o t h e r s  
b a s e d  on t h e i r  a p p e a r a n c e .  T h i s  p r o c e s s  i s  r e f l e c t e d  i n  b o t h  t h e  
e v a l u a t i o n  o f  t h e i r  a p p e a r a n c e ,  a nd  i n  t h e m s e l v e s  as  a p e r s o n .  I n  
a d d i t i o n ,  s k i n  h as  l o n g  b ee n  a c k n o w l e d g e d  a s  an o r g a n  o f  s e l f -  
e x p r e s s i o n !  f e e l i n g s /  and  moods  a r e  r e l a t e d  t o  t h e  a p p e a r a n c e  o f  
t h e  s k i n ,  e v e n  a t  t i m e s  i n a c c u r a t e l y .
The  f l u c t u a t i n g  n a t u r e  o f  p s o r i a s i s ,  a nd  t h e  l a c k  o f  c u r e s  a d d  t h e  
a d d i t i o n a l  p r o b l e m s  and  p s y c h o l o g i c a l  b u r  d o n s  o f  c h r o n i c  
c o n d i t i o n s .  A l a c k  o f  c o n t r o l  c a n  f u r t h e r  damage  s e l f  p e r c e p t i o n  
c o m p o u n d i n g  p s y c h o l o g i c a l  damage t h a t  a p o o r  b o d y  i ma ge  may h a v e  
a l r e a d y  i n f l i c t e d .
The  s t u d y  a t t e m p t s ,  t h r o u g h  t h e  u s e  o f  p r e v i o u s l y  v a l i d a t e d  
i n s t r u m e n t s  t o  d e s c r i b e  t h e  p s y c h o l o g i c a l  c o r r e l a t e s  o f  p s o r i a s i s .  
I t  i s  n o t  an a t t e m p t  t o  p r o v i d e  c a u s e  and  e f f e c t  a n s w e r s  b u t  t o  
c o m p r e h e n s i v e l y  a n a l y s e  t h e  b od y  i mage  a n d  s e l f  e s t e e m  o f  
p s o r i a s i s  s u f f e r e r s  a nd  t o  i d e n t i f y  v a r i o u s  i n d i v i d u a l  v a r i a b l e s  
and  p s y c h o l o g i c a l  t r a i t s  t h a t  may m e d i a t e  o r  i n f l u e n c e  t h e  
r e l a t i o n s h i p  b e t w e e n  P s o r i a s i s  a nd  p s y c h o l o g i a l  a s p e c t s .
« î i i l w S a S i
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The  i n t r o d u c t o r y  s e c t i o n  e x p l o r e s  t h e  c o n c e p t s  o f  b o d y  i ma ge  a nd  
s e l f  e s t e e m  a nd  a t t e m p t s  t o  s u g g e s t  wa y s  i n  w h i c h  t h e s e  may be 
r e l a t e d  t o  a c h r o n i c  and  h i g h l y  v i s i b l e  c o n d i t i o n  s u c h  as  
p s o r i a s i s .  The  m e a s u r e m e n t  o f  b o d y  i mage  i s  a l s o  c o n s i d e r e d  i n  
some d e p t h .  P o s s i b l e  m e d i a t i n g  i n f l u e n c e s  s u c h  as  se 1f -
c o n e  i o u s n e s s  a nd  wa y s  o f  c o p i n g  w i t h  s t r e s s  a r e  a l s o  c o n s i d e r e d .  
F i r s t l y ,  t h e  d i s c u s s i o n  e x a m i n e s  t h e  m e d i c a l  a s p e c t s  o f  p s o r i a s i s  
and  a t t e m p t s  t o  i d e n t i f y  v a r i a b l e s  t h a t  may be i n f l u e n t i a l  i n  
d e t e r m i n i n g  p s y c h o l o g i c a l  e f f e c t s .
1.1 ESQEIASIS
P s o r i a s i s  i s  a c h r o n i c  d i s e a s e  o f ^  i r r e g u l a r  c o u r s e ,  c h a r a c t e r i s e d  
by p r o g r e s s i v e  s p r e a d i n g ,  e x a c e r b a t i o n s ,  r e m i s s i o n s  and  
r e c u r r e n c e s .  I t  i s  a common s k i n  d i s o r d e r  e f f e c t i n g  2% o f  t h e  
a d u l t  p o p u l a t i o n  i n  N o r t h  Wes t  E u r o p e .  ( H i n d s o n  1 9 8 7 ) .  The  
s e v e r i t y  o f  t h e  c o n d i t i o n  r a n g e s  f r o m  a m i l d  f o r m  w i t h  o n l y  a f e w  
o b s e r v a b l e  l e s i o n s  t o  an e n t i r e  b o d y  s u r f a c e  i n v o l v e m e n t .
U s u a l l y  p s o r i a s i s  a p p e a r s  on t h e  s k i n  w i t h  s h a r p l y  d e f i n e d  r a i s e d  
p l a q u e s  w i t h  a d i s t i n c t i v e  c o l o u r  v a r y i n g  f r o m  s a l m o n  p i n k  t o  d u l l  
r e d .  Eac h  l e s i o n  i s  t o p p e d  w i t h  c h a r a c t e r i s t i c  s i l v e r y  s c a l e s .  
I t  can  i n v o l v e  a l m o s t  any  p a r t  o f  t h e  b o d y ,  a l t h o u g h  p l a q u e s  a r e  
c l a s s i c a l l y  f o u n d  on t h e  e x t e n s o r  a s p e c t s  o f  t h e  l i m b s ,  
1u m b r o s a c r a  1 r e g i o n  and  t h e  s c a l p .  As p s o r i a s i s  b e c o me s  mo r e  
s e v e r e ,  t h e  p l a q u e s  e n l a r g e  a n d  c o a l e s c e .  S k i n  g r o w s  d r y  and  
p r u i t i c ,  and  b u i l d  i n t o  h e a v y  l a y e r s  t h a t  may c r a c k ,  b l e e d  and  
become p a i n f u l .  I t c h i n g  can  be a p a r t i c u l a r  p r o b l e m  wh en  t h e  
l e s i o n s  a r e  l o c a t e d  i n  b od y  f l e x u r e s .  The  s q u a mo u s  l a y e r  i s
m s » m » m w s a s m m fg g f im :
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f r y a b l e  a nd  d e t a c h e s  e a s i l y .  T h i s  c a n  f o r m  a p o w d e r y  d e b r i s  i n  
s u f f e r e r s '  b e d s  o r  on t h e i r  c l o t h e s .  F i n g e r n a i l s  a nd  t o e  n a i l s  
a r e  o f t e n  i n v o l v e d .
T h i s  d e s c r i p t i o n  o f  t h e  c o n d i t i o n  i n d i c a t e s  t h e  t y p e  o f  s y mp t o m s  
t h a t  n ee d  t o  be t a k e n  i n t o  a c c o u n t  when e s t i m a t i n g  t h e  s e v e r i t y  o f  
t h e  o u t b r e a k .  I t  a l s o  d e m o n s t r a t e s  t h e  i n c o n v e n i e n t  and  
e x t r e m e l y  u n c o m f o r t a b l e  n a t u r e  o f  t h e  c o n d i t i o n ,  a l o n g  w i t h  i t s  
o b v i o u s  i m p a c t  u p o n  a p p e a r a n c e .
A e t i o l o g y  r e m a i n s  o b s c u r e  a l t h o u g h  i t  i s  n o n - c o n t a g i o u s  a nd  t h e r e  
i s  an h e r e d i t a r y  e l e m e n t .  I t  a p p e a r s  t o  be uncommon b e f o r e  t h e  a ge
o f  t h r e e  y e a r s  b u t  i t  can  a p p e a r  f o r  t h e  f i r s t  t i m e  a t  any  t i m e  i n
l i f e .  Co mmo n l y ,  o n s e t  i s  d u r i n g  t h e  l a t e  t e e n a g e  y e a r s  o r  e a r l y  
t w e n t i e s  ( H i n d s o n  1 9 8 7 ) .  I t  f r e q u e n t l y  r u n s  a l o n g  an
u n p r e d i c t a b l e  c o u r s e  i n  w h i c h  t h e  p a t i e n t ' s  g e n e r a l  h e a l t h  i s
u s u a l l y  u n e f f e c t e d .  T h e r e  a r e  s e v e r a l  a t y p i c a l  f o r m s  and  t h e r e  i s  
s o m e t i m e s  an a s s o c i a t e d  a r t h r i t i s .  ( 1 0 - 4 0 % ,  Du n g e y  and  B u f e l m e i e r  
1 9 8 2 ) .  M a l e s  a n d  f e m a l e s  seem t o  be e f f e c t e d  e q u a l l y  a l t h o u g h  a 
r a c i a l  d i f f e r e n c e  i n  p r e v a l e n c e  has  b e e n  n o t e d  ( D u n g e y  and  
B u s e I m e  i  e r  1 9 8 2 ) .
L a n g t r y  and  H a r p e r  ( 1 9 8 7 )  s u g g e s t  t h e  c h o i c e  o f  t r e a t m e n t  d e p e n d s  
n o t  o n l y  on t h e  t y p e  and  s e v e r i t y  o f  t h e  d i s e a s e ,  b u t  a l s o  on t h e  
a g e ,  s e x ,  o c c u p a t i o n ,  p e r s o n a l i t y ,  g e n e r a l  h e a l t h ,  i n t e l l i g e n c e ,  
and  r e s o u r c e s  o f  t h e  i n d i v i d u a l  p a t i e n t .  H o w e v e r ,  t h e r e  i s  no
c u r e  o n l y  a f f e c t i v e  r e m e d i e s .  An e d u c a t i o n a l  a p p r o a c h  i s  
i m p o r t a n t ,  e m p h a s i s i n g  t h e  n o n - c o n t a g i o u s  and  b e n i g n  n a t u r e  o f  t h e  
c o n d i t i o n  and  r e a s s u r a n c e  a b o u t  r e m i s s i o n s  a n d  r e m e d i e s .  T h e y  go
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on t o  s u g g e s t  t h e  r e m o v a l  o f  c h i g o p h a x i s  ( e g .  s t r e p t o c o c c a l  s o r e  
t h r o a t s ,  b e t a - b l o c k e r s ) i s  an i m p o r t a n t  i n i t i a l  s t r a t e g y .  F u r t h e r  
t o  t h i s ,  L a n g t r y  a nd  H a r p e r  d e s c r i b e  t h e  r a n g e  o f  t r e a t m e n t s  
av a  i 1a b 1e .
T h e r e  a r e  t o p i c a l  t r e a t m e n t s  i n c l u d i n g  e m o l l i e n t s ,  s a l i c y l i c  a c i d ,  
c o l d t a r ,  and  d i t h r a n o l  p r e p a r a t i o n s .  D i t h r a n o l  i s  an i r r i t a n t  
2)  t h a t  s t a i n s  t h e  s k i n  a nd  c l o t h i n g .  I t  c a n  be u s e d  a t  home b u t  
r e q u i r e s  1 - 2  h o u r s  a p p l i c a t i o n  f o r  t r e a t m e n t  p u r p o s e s .  H o w e v e r ,  
mo r e  e x t e n s i v e  p l a q u e  p s o r i a s i s  may r e q u i r e  a d m i s s i o n  t o  h o s p i t a l .  
The  I n g r a m  r eg i om h as  b e e n  t h e  s t a n d a r d  i n p a t i e n t  t r e a t m e n t  i n  
t h i s  c o u t r y  f o r  30 y e a r s  and  i n c l u d e s  d a i l y  t a r  b a t h s  f o l l o w e d  by 
a m i n i m a l  e r y t h e m a  d o s e  o f  u l t r a v i o l e t  B r a d i a t i o n  and  t h e n  
a p p l i c a t i o n  o f  d i t h r a n o l . I t  i s  l a b o u r  i n t e n s i v e  and  r e q u i r e s  an 
a v e r a g e  o f  2 - 3  w e e k s  o f  i n p a t i e n t  t r e a t m e n t .  T o p i c a l  s t e r o i d s  
a r e  n o t  u s e d  f o r  t h e  t r e a t m e n t  o f  s t a b l e  f l a c k  p s o r i a s i s  b u t  h a v e  
bee n  f o u n d  t o  be u s e f u l  i n  t h e  t r e a t m e n t  o f  p s o r i a s i s  on t h e  f a c e ,  
e a r s ,  f l e x u r e s  a n d  g e n i t a l i a .  ( L a n g t r y  a nd  H a r p e r , '  1 9 8 7 )  
U l t r a v i o l e t  B ( UVB)  has  b e e n  f o u n d  t o  h a v e  a b e n e f i c a l  e f f e c t  on 
p l a q u e  p s o r a  i s  i s  b u t  r e q u i r e s  c a r e f u l  s u p e r v i s i o n  b e c a u s e  o f  t h e  
i n c r e s e d  r i s k  o f  s k i n  m a l i g n a n c i e s .  Mo r e  r e c e n t l y ,  u l t r a v i o l e t  
l o n g w a v e  A l i g h t  ( t h e  t a n n i n g  s p e c t r u m  o f  l i g h t )  has  b een  u s e d  i n  
c o n j u n c t i o n  w i t h  P s o r a l e n  and  i s  now one  o f  t h e  f i r s t - l i n e  c h o i c e s  
o f  t r e a t m e n t  f o r  t h e  mo s t  s e v e r e  f o r m s  o f  c h r o n i c  f l a c k  p s o r i a s i s  
( L a n g t r y  and  H a r p e r ) .  P s o r a l e n  s e n s i t i s e s  t h e  s k i n  f o r  t h i s  l i g h t  
and  bec o mes  a c t i v e  i n  i t s  p r e s e n c e .  T h i s  t  r e a m t m e n t  i n v o l v e s  
r e l a t i v e l y  l i t t l e  i n c o n v e n i e n c e ,  has  b e en  e f f e c t i v e ,  and  i s  c l e a n
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and  e a s y .  H o w e v e r ,  i t  i s  e x p e n s i v e ,  p a t i e n t  may n ee d  t o  t r a v e l  
and  i t  r e q u i r e s  s u p e r v i s i o n .  F i n a l l y ,  t h e r e  a r e  r e s e r v a t i o n s  
a b o u t  t h e  l o n g - t e r m  s a f e t y .
M e t h o t r e x a t e  ( E m t e x a t e )  o r  E t  r e t  i m a t e  ( T i  g a s o n ) a r e  t h e  m a i n  d r u g s  
u s e d  f o r  t r e a t m e n t .  M e t o t r e x a t e  i s  u s u a l  1 g i v e n  o r a l l y ,  b u t  can  
be g i v e n  i n t r a m u s c u a 11 y o r  i n t r a v e n o u s l y .  S h o r t - t e r m  c o u r s e s  may 
g i v e  a d e q u a t e  c o n t r o l  w i t h  m i n i m u m  s i d e  e f f e c t s  b u t  l i v e r  damage 
may r e s u l t  f r o m  l o n g - t e r m  t h e r a p y  ( 2 6 % o f  p a t i e n t s ,  L a n g t r y  and  
H a r p e r ) .  E t r e t i n a t e  a l s o  h as  h a z a r d o u s  s i d e  e f f e c t s ,  so i t  may be 
u s e d  i n  c o m b i n a t i o n  w i t h  UVB o r  PUVA t o  d e c r e a s e  s i d e  e f f e c t s .  
Mo s t  s e r i o u s  s i d e  e f f e c t s  i s  t e r a t o g i n i c i t y  a nd  i t s  a d m i n i s t r a t i o n  
r e q u i r e s  f o r m a l  w r i t t e n  c o n s e n t .  H y d r o x y u r e a ,  A z a t h i o p r i n e  and  
C y f l o s p o r i n  A a r e  a l s o  u s e d  as  s e c o n d  l i n e  d r u g s .
The f l u c t u a t i n g  n a t u r e  o f  p s o r i a s i s ,  t h e  q u e s t i o n a b l e  a e t i o l o g y  
and  t h e  m e s s y ,  i n c o n v e n i e n t  a nd  o f t e n  s h o r t  l i v e d  e f f e c t s  o f  
t r e a t m e n t  i n t e n s i f y  t h e  p s y c h o l o g i c a l  i m p a c t  o v e r  and  a b o v e  t h e  
e f f e c t s  o f  p h y s i c a l  a p p e a r a n c e .  The  p s y c h o l o g i c a l  i m p a c t  o f  
p s o r i a s i s  can  be t h o u g h t  o f  as  t h r e e - f o l d .  F i r s t l y ,  t h e r e  a r e  t h e  
d i r e c t  p s y c h o l o g i c a l  c o n s e q u e n c e s  o f  a s o c i a l l y  u n a c c e p t a b l e  
a p p e a r a n c e ,  l a c k  o f  a t t r a c t i v e n e s s ,  and  t h e i r  e f f e c t  u p o n  t h e  
c o n c e p t  t h a t  a p e r s o n  has  o f  t h e m s e l v e s  as  a s o c i a l  o b j e c t  and  
t h e i r  a c t u a l  b o d y  i m a g e .  S e c o n d l y ,  t h e r e  a r e  t h e  e f f e c t s  o f  t h e  
p o o r  body  i mage  u p o n  s e l f  e s t e e m .  T h e s e  i n c l u d e  n o t  o n l y  t h e  
e f f e c t  o f  a c t u a l  a p p e a r a n c e ,  b u t  a t t i t u d e s  t o  t h e  b ody  a n d  i t s  
a p p e a r a n c e .  The  s e c o n d  a r e a  i s  c o mp o u n d e d  by t h e  t h i r d  a r e a ,  t h e  
t h r e a t  t h a t  t h e  l o s s  o f  c o n t r o l  e x p e r i e n c e d  t h r o u g h  c h r o n i c
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c o n d i t i o n s  c a n  a l s o  h a v e  u p o n  t h e  s e l f  e s t e e m .  The r e l a t i o n s h i p  
b e t w e e n  t h e  t h r e e  a r e a s  t h e m s e l v e s  and  e a c h  a r e a  r e l a t i o n s h i p  w i t h  
p s o r i a s i s  i s  p r o b a b l y  n o t  l i n e a r  b u t  c i r c u l a r  i n  c a u s a l i t y .  
H o w e v e r ,  t h e  s t u d y  a t t e m p t s  n o t  t o  i d e n t i f y  c a u s a l i t y  b u t  r a t h e r  
t o  d e s c r i b e  and  a n a l y s e  how t h e y  f l u c t u a t e  i n  r e l a t i o n  t o  one 
a n o t h e r .  F i n a l l y ,  i n d i v i d u a l  d i f f e r e n c e s  i n  r e a c t i o n  t o  t h e  
c o n d i t i o n  s h o u l d  be c o n s i d e r e d .  E m p i r i c a l  e v i d e n c e  s u g g e s t s  t h a t  
f a c t o r s  s u c h  as  a ge  a t  t i m e  o f  d i a g n o s i s  o r  o n s e t  ( Cass  i 1 e t  h E t  A l  
1 9 8 4 !  B u c k w a I t e r  1 9 8 2 ) ,  g e n d e r  ( R o e n i g k  and  R o e n i g k  1 9 7 8 ) ,  
s e v e r i t y  ( C a s s i l e t h  E t  A l  1 9 8 4 ) ,  v i s a b i l i t y ,  ( D u n g e y  and  
B u s e I m e  i e r 1 9 8 2 )  a nd  e x t e n s i v e  i n v o l v e m e n t  ( F i n l a y  and  K e l l y  1 9 8 6 )  
may i n f l u e n c e  a l l  a s p e c t s  o f  t h e  i m p a c t  o f  t h e  c o n d i t i o n .  
F u r t h e r m o r e ,  i t  may be t h e  p s y c h o l o g i c a l  r e s o u r c e s  s u c h  as  w a y s  o f  
c o p i n g  w i t h  t h e  s t r e s s  b o t h  s o c i a l l y  and  p s y c h o l o g i c a l l y  t h a t  
p s o r i a s i s  c a u s e s , t h a t  i n f l u e n c e  t h e  f u r t h e r  c o u r s e  o f  t h e  d i s e a s e  
a nd  d e t e r m i n e  t h e  e x t e n t  o f  p s y c h o l o g i c a l  d a ma g e .  The  a mo u n t  o f  
a t t e n t i o n  p a i d  t o  t h e  p u b l i c  i mage  a nd  a n x i e t y  t h a t  a p e r s o n  has  
a b o u t  t h e i r  s o c i a l  s e l v e s  may a l s o  m e d i a t e  i n  t h i s  wa y .  
D i s c u s s i o n  o f  t h e  v a r i o u s  p s y c h o l o g i c a l  f a c t o r s  i s  e x t e n d e d  l a t e r .  
H o w e v e r ,  t h e  v a r i o u s  d e m o g r a p h i c  d e t a i l s  t h a t  may be i n f l u e n t i a l  
h a v e  b een  i d e n t i f i e d .  A d e s c r i p t i o n  o f  t h e  c o n d i t i o n  a nd  i t s  
t r e a t m e n t  h e l p  t o  e s t a b l i s h  t h e s e  and  i n d i c a t e  p o s s i b l e  
. p s y c h o l o g i c a l  e f f e c t s .
The  n e x t  s e c t i o n  e x p l o r e s  t h e  c o n c e p t s  o f  b o d y  i mage  a nd  c o n s i d e r s  
t h e  m e a s u r e m e n t  o f  t h e  c o n c e p t  by  s e l f - r e p o r t  m e a s u r e s .
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1 . 2  BQDY_1MAGE 
1.2(1) A-DEEIEIIIDM
Body  i mage  i s  g e n e r a l l y  c o n c e i v e d  i n  t e r m s  o f  a p i c t u r e  o r  m e n t a l  
r e p r e s e n t a t i o n ,  o r  c o n s t e l l a t i o n  o f  r e p r e s e n t a t i o n s  o f  t h e  b o d i l y  
s e l f  w h i c h  g r a d u a l l y  c h a n g e s  t h r o u g h o u t  l i f e  as  t h e  b ody  d e v e l o p s  
and  c h a n g e s .  S c h i l d e r ' s  d e f i n i t i o n  i s  one  o f  t h e  mo s t  common 1 y 
q u o t e d .
F o r  h i m ,  b od y  i mage  i s  " t h e  p i c t u r e  o f  o u r  own b o d y  w h i c h  we f o r m  
i n  o u r  own m i n d ,  t h a t  i s  t o  s a y  t h e  way i n  w h i c h  o u r  b ody  a p p e a r s  
t o  o u r s e l v e s "  ( p a g e  1 0 8 ,  1 9 3 5 ) .  T h i s  d e f i n t  i o n  r e c o g n i s e s  t h e
i m p o r t a n t  r e l a t i o n s h i p  among s o c i a l ,  p s y c h o l o g i c a l  and
p h y s i o l o g i c a l  f a c t o r s  i n  b o d y  i ma ge  f o r m a t i o n  as  w e l l  as
s u g g e s t i n g  b o t h  c o n s c i o u s  and  u n c o n s c i o u s  c o m p o n e n t s .  I t  i s  i n  a 
s e n s e  t h e  sum o f  t h e  a t t i t u d e s ,  f e e l i n g s ,  m e m o r i e s  and  e x p e r i e n c e s  
an i n d i v i d u a l  h a s  t o w a r d s  h i s  own body , '  b o t h  a s  a mo r e  o r  l e s s  
i n t e g r a t e d  w h o l e ,  and  i n  r e s p e c t  o f  i t s  c o mp o n e r i t  p a r t s .  T h i s  
d e f i n i t i o n  i n d i c a t e s  t h a t  one  way t o  e x p l o r e  w o u l d  be t o  s a m p l e  
t h e  i d i v i d u a l ' s  a t t i t u d e s  a nd  f e e l i n g s  t o w a r d s  a t t r a c t i v e n e s s ,  
and  t h e  f e e l i n g s  o f  s a t i s f a c t i o n  w i t h  t h e  b o d y  i m a g e .
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E a r l y  i n t e r e s t  i n  how one r e g a r d s  o n e ' s  b o d y  was p r o m p t e d  by 
r e p o r t s  d i s t o r t i o n s  i n  b o d y  p e r c e p t i o n s  a s  p s y c h i a t r i c  and  
n e u r o l o g i c a l  p a t i e n t s .  T h i s  p r o m p t e d  a g r e a t e r  f o c u s  on t h e
p s y c h o  1o g i c a 1 a s p e c t s  o f  t h e  p h y s i c a l  s e l f  ( L o s h a k  1 9 8 0 ) .  Body  
i mage  c o n c e p t  i s  i m p l i c i t l y  i n h e r e n t  i n  F r e u d ' s  l i b i d o  t h e o r y  and
Da m a j o r  w o r k  was  i n i t i a l l y  d o n e  by a n a l y t i c a l l y  o r i e n t a t e d  
t h e o r i s t s  ( e g ,  F i s h e r ,  C l e v e l a n d  1 9 6 8 )  u s i n g  p r o j e c t i v e  
t e c h n i q u e s .  L a t e r  t h e o r i s i n g  h a s  c o n s i s t e d  i n  c o n s t r u c t i n g  a b ody  
s e l f - c o n c e p t  d i f f e r e n t  f r o m  t h a t  o f  g e n e r a l  s e l f - c o n c e p t  a nd  i n  an 
i n t e r - r e l a t i o n  was  p r o p o s e d .  T h a t  i s ,  p o o r  b o d y  i ma g e  r e s u l t s  i n  
p o o r ,  g e n e r a l  s e l f  i m a g e ,  f o r  e g ,  p h y s i c a l  i m p a i r m e n t  i n  d i s a b l e d  
o r  c h r o n i c a l l y  i l l  r e s u l t s  i n  d e v a l u i n g  p i t y  f r o m  o t h e r  member s  o f  
s o c i e t y .  T h i s  i s  t h e n  i n t e r n a l i s e d  as  n e g a t i v e  a t t i t u d e s  t o w a r d s  
s e l f .  T h i s  l i n k  b e t w e e n  b o d y  i ma ge  a nd  s e l f  i mage  w i l l  be 
e x p l o r e d  l a t e r .
S c h i l d e r  f e l t  t h a t  t h e  i n d i v i d u a l ' s  b od y  i ma g e  was f o r m e d  by 
i n f l u e n c e s  o u t s i d e  t h e  b o d y ,  s u c h  as  w h a t  o t h e r s  s ay  a b o u t  us 
( i n t e r p e r s o n a l ) ,  t h e  m i l e a u  i n  w h i c h  we g r o w  up ( e n v i r o n m e n t a l ) ,  
and  t h e  t i m i n g  o f  c e r t a i n  e v e n t s  i n  o u r  l i v e s  ( t e m p o r a l ) .  T h i s  
s u g g e s t s  t h a t  a c o n d i t i o n  s u c h  as  p s o r i a s i s  w i l l  e f f e c t  b od y  
i m a g e ,  n o t  o n l y  t h r o u g h  o t h e r s '  r e a c t i o n  t o  t h e  d i s f i g u r i n g  n a t u r e  
o f  t h e  c o n d i t i o n ,  b u t  a l s o  p e r h a p s  by t h e  t i m i n g  o f  o n s e t  o f  t h e  
c o n d i t i o n .  P s o r i a s i s  o f t e n  f i r s t  a p p e a r s  i n  l a t e  a d o l e s c e n t  and  
t h e  e a r l y  t w e n t i e s  ( H i n d s o n  1 9 8 4 ) .  U s u a l l y  e a r l i e r  f o r  f e m a l e s ,  
j u s t  when b o d y  i ma g e  t h e o r i e s  p o s t u l a t e  t h e  c o n c e p t  i s  f o r m i n g  and  
i n f l u e n c i n g  o t h e r  a r e a s  o f  s o c i a l  and  e m o t i o n a l  d e v e l o p m e n t .  
A l s o ,  i n  l i n e  w i t h  S c h i l d e r ' s  t h e o r y  i t  f o l l o w s  t h a t  a t r a u m a t i c  
i n j u r y  o r  l o s s  r e c e i v e d  by t h e  b o d y ,  w i l l  d i s t o r t  b ody  i ma g e  and  
n e c e s s i t a t e  a d j u s t m e n t .
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Cash ( 1 9 8 5 )  c o n s i d e r s  t h e  i m p o r t a n c e  o f  a p p e a r a n c e  i n  o u r  s o c i e t y  
and  s u g g e s t s  t wo  p e r s p e c t i v e s  on p h y s i c a l  a t t r a c t i v e n e s s  i n  
r e l a t i o n  t o  a numbe r  o f  p r o b l e m s  i n  m e n t a l  h e a l t h .  The  f i r s t  i s  
t h e  s o c i a l  o b j e c t  " v i e w  f r o m  t h e  o u t s i d e "  -  t h e  s o c i a l  o b s e r v e r ' s  
v i e w  o f  a p e r s o n ' s  p h y s i c a l  a t t r a c t i v e n e s s .  He s u g g e s t s  t h a t  f r o m  
v a s t  r e s e a r c h  l i t e r a t u r e ,  we k n ow t h a t  s o c i a l  a t t i t u d e s ,  a c t i o n s  
a nd  a t t r i b u t e s  o f t e n  f a v o u r  p e r s o n s  who a r e  p h y s i c a l l y  a t t r a c t i v e  
and  o p e r a t e  t o  t h e  d e t r i m e n t  o f  t h o s e  w i t h  l e s s  v i s u a l  a e s t h e t i c  
a p p e a l .  The  s e c o n d  p e r s p e c t i v e  i s  t h e  " i n s i d e  v i e w "  -  t h e  s e l f  
p e r c e p t i o n  o f  a e s t h e t i c s ,  w h i c h  i s  a f a c i t  o f  b ody  i m a g e .  He 
s u g g e s t s  t h a t  r e s e a r c h e r s  t e n d  t o  s e l e c t  one  p e r s p e c t i v e  and  
i g n o r e  t h e  o t h e r ,  and  o f t e n  e v e n  d i s c u s s  as  i f  t h e y  a r e  u n i t a r y  
c o n c e p t s .  H o w e v e r ,  b o t h  mu s t  be c o n s i d e r e d :  f o r  i n f a c t ,  m e a s u r e s  
o f  b od y  i ma g e  o f t e n  h a v e  a v e r y  weak  c o r r e s p o n d e n c e  w i t h  s o c i a l  
r e a l i t y .  F o r  t h i s  r e a s o n ,  i t  i s  i m p o r t a n t  t o  i n c l u d e  an o b j e c t i v e  
m e a s u r e  o f  p s o r i a s i s  and  i t s  v i s u a l  i m p a c t  r a t h e r  t h a n  c o n s i d e r  
o n l y  t h e  p a t i e n t ' s  v i e w .
T h i s  t h e o r e t i c a l  d i s c u s s i o n  s u g g e s t s  t h a t  we do n o t  f o r m  one 
c o m p l e t e  i ma g e  o f  o u r  b o d i e s  b u t  f o r m  many d i f f e r e n t  p e r c e p t i o n s  
o f  g i v e n  p a r t s  o f  t h e  b ody  w h i c h  r e s u l t s  i n  a m u l t i t u d e  o f  
d i f f e r e n t  i n d e p e n d e n t l y  e s t a b l i s h e d  b ody  i m a g e s  ( Van  d e r  V e l d e  
19 8 5 ) .  Body  i ma g e s  a r e  n o t  m e r e l y  m e n t a l  r e f l e c t i o n s  o f  t h e  
p h y s i c a l  s e l f ,  b u t  t h e y  a r e  a l s o  a s s o c i a t e d  w i t h  o t h e r s '  
a p p r a i s a l s  o f  and  r e a c t i o n s  t o  o n e ' s  a p p e a r a n c e s .  F u r t h e r m o r e ,  i t  
i s  n o t  o n l y  t h e  o v e r a l l  body  i ma g e  t h a t  i s  i m p o r t a n t  b u t  a l s o  t h e  
p a r t s  and  t h e i r  r e l a t i v e  i n p o r t a n c e  s h o u l d  be c o n s i d e r e d .  F o r
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e x a m p l e ,  B e r s c h e i d ,  W a l s t e r ,  a n d  B o h r n s t e d t  ( 1 9 7 3 )  n o t e d  t h a t  
w e i g h t  d i s t r i b u t i o n  was  a p a r t i c u l a r  a r e a  o f  d i s s a t i s f a c t i o n
p a r t i c u l a r l y  f o r  f e m a l e s .  The  f a c e  a l s o  mak es  a p a r t i c u l a r
d i f f e r e n c e  f o r  b o t h  s e x e s .  The  e m p h a s i s  on m e a s u r i n g  d i f f e r e n t
a s p e c t s  o f  b o d y  i ma g e  i s  c o n f i r m e d  by L e r n e r
K a r a b e n i c k  a nd  S t u a r t  ( 1 9 8 3 ) .  T h e y  s u g g e s t e d  i t  i s  n e c e s s a r y  t o  
o b t a i n  a mo r e  d i f f e r e n t i a t e d  u n d e r s t a n d i n g  o f  t h e  r e l a t i o n s  among 
b od y  a t t i t u d e s ,  i m p o r t a n c e  o f  p h y s i c a l  a t t r a c t i v e n e s s  a nd  s e l f -  
c o n c e p t .  T h i s  d i f f e r e n t i a t i o n  i s  o b t a i n e d  by s t u d y i n g
s a t i s f a c t i o n  and  p e r c e i v e d  a t t r a c t i v e n e s s  o f  i n d i v i d u a l  b o d y  p a r t s  
a nd  r e l a t i n g  t o  d i f f e r e n t  i m p o r t a n c e  o f  t h e s e  b o d y  p a r t s  t o  
o v e r a l l  s e l f - c o n c e p t  and  s e l f  e s t e e m .  Th e  n eed  t o  e x a m i n e  
s a t i s f a c t i o n  a nd  a t t i t u d e s  t o w a r d s  i n d i v i d u a l  b o d y  p a r t s  i s
o b v i o u s  i n  a c o n d i t i o n  s u c h  as  p s o r i a s i s  t h a t  d i f f e r e n t i a l l y  
e f f e c t s  d i f f e r e n t  p a r t s  o f  t h e  b o d y .
C a s s i l e t h  E t  A l  ( 1 9 8 2 )  a l s o  d e m o n s t r a t e d  by c o m p a r i n g  p a t i e n t s  
w i t h  m a l i g n a n t  m e l i n o m a  and  v a r i o u s  o t h e r  s k i n  d i s o r d e r s  t h a t  
t h e r e  was no d i f f e r e n c e  i n  e m o t i o n a l  h e a l t h  b u t  a d i m e n s i o n  o f  
w e l l - b e i n g  was  p a r t i c u l a r l y  e f f e c t e d  by v i s i b i l i t y  o f  a c o n d i t i o n .  
Th e  f a c e  a p p e a r s  t o  p l a y  a c e n t r a l  r o l e  i n  b o d y  i m a g e ,  e s p e c i a l l y  
d u r i n g  t h e  f o r m a t i v e  p u b e r t a l  p e r i o d .
J o u r a r d  and  Rem y ( 1 9 5 7 )  i n v e s t i g a t e d  s e x  d i f f e r e n c e s  i n  b o d y  
a t t i t u d e s  w h i c h  was  e x t e n d e d  by K u r t z  ( 1 9 6 9 ) .  D i f f e r e n t i a l  
a t t i t u d e s  t o w a r d s  t h e  b od y  seem t o  be a p p a r e n t  and  r e s u l t s  
i n d i c a t e d  t h a t  women h a v e  a mo r e  c l e a r l y  d i f f e r e n t i a t e d  n o t i o n  o f  
w h a t  t h e y  l i k e  o r  d i s l i k e  a b o u t  t h e i r  b o d i e s .  I t  seems t h a t  a
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g r e a t e r  a w a r e n e s s  a nd  c o n c e r n  o v e r  b o d i l y  a p p e a r a n c e  may be mo r e  
a c c e p t a b l e  i n  t h e  f e m a l e  t h a n  i n  m a l e s .  I t  seems  t h a t  p a r t  o f  t h e  
f e m a l e ' s  r o l e  p r e s c r i p t i o n  i s  t o  f o c u s  a t t e n t i o n  on t h e  d e t a i l s  o f  
t h e i r  b o d i e s .  Men on t h e  o t h e r  h a n d ,  a r e  e x p e c t e d  t o  be mo r e  
s u b d u e d .  F o r  t h i s  r e a s o n ,  s e x  d i f f e r e n c e s  i n  b o d y  i ma ge  a nd  i t s  
r e l a t i o n s h i p  w i t h  s e l f  e s t e e m  s h o u l d  a l s o  be c o n s i d e r e d .  F u r t h e r  
e v i d e n c e  i s  p r o v i d e d  by L e r n e r  and  K a r a b e n i c k  ( 1 9 7 4 ) .  Th e y  
e x a m i n e d  t h e  b o d y  a t t i t u d e s  a nd  p h y s i c a l  a t t r a c t i v e n e s s  r a t i n g s  o f  
l a t e  a d o l e s c e n t  f e m a l e  and  m a l e s .  B o t h  s e x e s  r a t e d  t h e  i m p o r t a n c e  
o f  b ody  c h a r a c t e r i s t i c s  f o r  t h e i r  own p h y s i c a l  a t t r a c t i o n  i n  
s i m i l a r  w a y s .  P h y s i c a l  a t t a c t i v e n e s s  r a t i n g s  w e r e  a l s o
s i g n i f i c a n t l y  r e l a t e d  t o  t h e  s e l f - c o n c e p t  b u t  a l a r g e r  n u mb e r  o f  
p a r t s  w e r e  r e l a t e d  t o  s e l f - c o n c e p t  f o r  f e m a l e s .  T h i s  s u g g e s t s  
d i f f e r e n c e  s o u r c e s  o f  s e l f - c o n c e p t  f o r  f e m a l e s  a nd  m a l e s ;  
i n t e r p e r s o n a l ,  p h y s i c a l  a t t r a c t i v e n e s s  f o r  f e m a l e s  and  i n d i v i d u a l  
p h y s i c a l  e f f e c t i v e n e s s  f o r  m a l e s .  F o r  t h i s  r e a s o n ,  b o t h  k i n d s  o f  
s e l f  a t t i t u d e s  n eed  t o  be e x a m i n e d  as  p a r t  o f  b o d y  i mag e  
m e a s u r e m e n t ,  and  s e l f  d i f f e r e n c e s  t a k e n  i n t o  a c c o u n t .  H o w e v e r ,  
t h i s  may n o t  be n e c e s s a r y  f o r  b o d y  s a t i s f a c t i o n  as  C a s h ,  Cas h  and  
B u t t e r s  i n  1983  s u g g e s t e d  s e x  d i f f e r e n c e s  a r e  n o t  a p p a r e n t  f o r  
b o d y  s a t i s f a c t i o n .
No l e s .  Cash  and  W i n s t e a d  ( 1 9 8 5 )  e x a m i n e d  t h e  r e l a t i o n s h i p  b e t w e e n  
body  i m a g e ,  p h y s i c a l  a t t r a c t i v e n e s s  and  d e p r e s s i o n .  R e s u l t s  
i n d i c a t e d  t h a t  d i s t o r t i o n s  o f  b o d y  i ma g e  w e r e  c h a r a c t e r i s t i c  o f  
n o n - d e p r e s s i v e s ,  s u g g e s t i n g  t h a t  b e l i e v i n g  t h a t  one i s  a c c e p t a b l y  
a t t r a c t i v e  e v e n  i f  o b j e c t i v e l y  u n t r u e ,  may be an a d a p t e d  s e l f
.  _______
d e c e p t i o n  i n  t h e  s e r v i c e  o f  o n e ' s  e m o t i o n a l  w e l l b e i n g .  T h i s  
s u g g e s t s  t h a t  f o r  t h e  p r e s e n t  s t u d y ,  a d i s c r e p a n c y  b e t w e e n  
s u b j e c t i v e  a nd  o b j e c t i v e  m e a s u r e s  o f  t h e  v i s u a l  i m p a c t  o f  
p s o r i a s i s  may m e d i a t e  b e t w e e n  t h e  c o n d i t i o n  a nd  t h e  i m p a c t  u p on  
body  i m a g e ,  a nd  p s y c h o l o g i c a l  w e l l  b e i n g  as  m e a s u r e d  by s e l f  
e s t e e m .  An o v e r  e s t i m a t i o n  o f  p s o r i a s i s  i n v o l v e m e n t  c o u l d  s u g g e s t  
p o o r  a d j u s t m e n t  t o  t h e  c o n d i t i o n ,  p o o r  b o d y  i mage  and  l o w e r  s e l f  
e s t e e m . p
T h i s  d i s c u s s i o n  o f  t h e o r y  a nd  r e s e a r c h  i n d i c a t e  s e v e r a l  f a c t o r s  
w h i c h  s h o u l d  be c o n s i d e r e d  when  m e a s u r i n g  b o d y  i m a g e .  F i r s t l y ,  i t  
i s  n o t  a u n i t a r y  c o n c e p t ,  a nd  t h a t  s e v e r a l  a s p e c t s  i n c l u d i n g  
s a t i s f a c t i o n  w i t h  a t t r a c t i v e n e s s / e f f e c t i v e n e s s  o f  t h e  b o d y  i mage  
s h o u l d  be c o n s i d e r e d .  S e c o n d l y ,  t h e  i n d i v i d u a l  b o d y  p a r t s  and  
f u n c t i o n s  s h o u l d  be a n a l y s e d  i n  r e f l a t i o n  t o  t h e s e  a t t i t u d e s  and  
f e a r s .
T h i r d l y ,  s e x  d i f f e r e n c e s ,  d i s a b i l i t y  o f  p s o r i a s i s  a nd  a m e a s u r e  o f  
d i s c r e p a n c y  b e t w e e n  o b j e c t i v e  a nd  s u b j e c t i v e  m e a s u r e s  o f  t h e  
v i s u a l  i m p a c t  o f  p s o r i a s i s  mu s t  a l s o  be i n c l u d e d .  We a r e  now i n  a 
p o s i t i o n  t o  c o n s i d e r  a f u r t h e r  o p e r a t i o n a l  d e f i n i t i o n  o f  b od y
i mage  and  a p p r o p r i a t e  m e a s u r e m e n t  t e c h n i q u e s .
1 . 2 ( i i  i ) IWE_MEA5UEEMEWI_QE_BQD%_iMAGE
I n  o r d e r  t o  s e l e c t  a p e r t i n e n t  m e a s u r e  o f  b od y  i m a g e ,  f u r t h e r
b r e a k d o w n  o f  t h e  c o n c e p t  n e e d s  t o  be a t t e m p t e d .  M a y e r  and
E i s e n b e r g  ( 1 9 8 2 )  p r o v i d e  t h e  f o l l o w i n g  m o d e l .
3
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( 1
( a )  Body  t r a i t s  ( e g .  h e i g h t ,  w e i g h t ,  c o l o u r ,  t e x t u r e ,  s i z e )  -  
w h o l e  and  p a r t s .
( b ) Body  s t a t e  ( e g .  f a t i g u e ,  h u n g e r ,  t h i r s t ,  s e x u a l  a r o u s a l ) .
( c ) De ve 1 o p in e n t a 1 c h a n g e s  ( e g .  g r o w t h  a nd  a g e i n g )
( d )  N o n - d e v e 1o p m e n t a 1 c h a n g e s  ( e g .  i l l n e s s ,  i n j u r y ,  e x e r c i s i n g )
( e )  B o d i l y  b e h a v i o u r s  ( e g .  e a t i n g ,  s u c k i n g ,  s e x u a l i t y ,  e t c )
( f )  S o c i a l  b od y
(3) ldaai_B&d2_EaLaaEiiaa_lbL&kaa_d&wn_aa_l_and_21 
T h i s  p r o v i d e s  a f r a m e w o r k  i n  w h i c h  t o  e x a m i n e  t h e  f a c e  v a l i d i t y  o f  
t h e  v a r i o u s  b o d y  i mage  m e a s u r e s  t h a t  a r e  a v a i l a b l e .  Many h o w e v e r ,  
c o n c e n t r a t e  p u r e l y  on t h e  a c t u a l  p e r c e p t i o n  o f  t h e  b o d y .  F o r  
e x a m p l e ,  t h e  ' D r a w  a P e r s o n *  t e s t  a nd  t h e  t a c t i l e  s i z e  e s t i m a t i o n  
t a s k .  I n  t h e  1 9 5 0 ' s ,  J o u r a r d  a nd  S e c o r d  n o t i c e d  t h e  o m i s s i o n  i n  
s t u d i e s  a d d r e s s i n g  f e e l i n g s  a b o u t  t h e  b o d y .  T h e y  c i t e  S e c o r d ' s  
w o r d  a s s o c i a t i o n  p r o c e d u r e  ( 1 9 5 3 )  as  an i m p r o v e m e n t  i n  
m e t h o d o l o g y ;  p r o j e c t i v e  t e c h n i q u e s  w e r e  o r i g i n a l l y  u s e d  i n  t h e  
s t u d y  o f  b od y  i m a g e ,  and  i t s  r o l e  i n  p e r s o n a l i t y  f u n c t i o n i n g  and  
a d j u s t m e n t ,  b u t  t h e y  f e l t  t h e r e  was  a n eed  t o  q u a n t i f y .  D e f i n i n g  
one v a r i e t y  o f  f e e l i n g ,  b od y  c a t  h ex  i s  o r  t h e  d e g r e e  o f  
s a t i s f a c t i o n  w i t h  p a r t s  o f  t h e  b o d y ,  t h e y  f o r m u l a t e d  a 
q u e s t i o n n a i r e  w i t h  a r a t i n g  s c a l e .  The  s c a l e  a l s o  i n c l u d e s  a 
s e c t i o n  m e a s u r i n g  s a t i s f a c t i o n  w i t h  v a r i o u s  a s p e c t s  o f  t h e  s e l f .  
T h u s  e n a b l i n g  t h e  r e l a t i o n s h i p  b e t w e e n  b o d y  i mag e  and  s e l f  e s t e e m  
t o  be e x a m i n e d .
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W y l i e  ( 1 9 7 4 )  s u g g e s t s  t h a t  i n  i t s  u s u a l  s c o r i n g ,  t h e  b ody  c a t h e x i s  
s c a l e  i s  among t h o s e  w h i c h  p r o p o r t  t o  i n d e x  s e l f  a c c e p t a n c e  
d i r e c t l y  as  o p p o s e d  t o  m e a s u r i n g  i t  t h r o u g h  s e l f - m i n u s - i d e a l  
d i s c r e p a n c i e s ,  o r  t h r o u g h  s e l f  s c o r e s  c o m p a r e d  t o  e x t e r n a l l y  
j u d g e d  n o r m s .  A c c o r d i n g l y ,  t h i s  s c a l e  i s  c o n c e r n e d  w i t h  t h e  mo r e  
l i m i t e d  a s p e c t  o f  s e l f  r e g a r d  t h a n  i s  t h e  c a s e  w i t h  many o t h e r  
i n s t r u m e n t s .  H o w e v e r ,  t h e  s c a l e  a p p e a r s  t o  c o v e r  t h e  r a n g e  o f  
s u b - s e c t i o n s  s u g g e s t e d  by M a y e r  a nd  E i s e n b e r g .  The  i t e m s  i n c l u d e d  
i n  t h e  s c a l e  c r o s s  s e v e r a l  c a t e g o r i e s  o f  t h e  mo d e l  and  h a v e  h i g h  
f a c e  v a i l d i t y .  I t  a p p e a r s  t o  be t h e  o n l y  s c a l e  o f  i t s  k i n d  w h i c h  
h as  b ee n  u s e d  mo r e  t h a n  o n c e  o r  t w i c e  i n  c l i n i c a l  s t u d i e s .
Ma y e r  and  E i s e n b e r g  s u g g e s t  a c r i t e r i a  t o  h e l p  i n  t h e  s e l e c t i o n  o f  
i n s t r u m e n t s  t o  m e a s u r e  b o d y  i m a g e .  T h e y  a r e  t h e  f o l l o w i n g :
( 1 )  S c a l e  and  s u b - p a r t s  s h o u l d  h a v e  a c c e p t a b l e  r e l i a b i l i t i e s .
( 2 )  Th e y  s h o u l d  d i f f e r e n t i a t e  b e t w e e n  d i f f e r e n t  a s p e c t s  o f  t h e  
b o d y  c o n c e p t .
( 3 )  S u b - p a r t s  s h o u l d  be p s y c h o m e t r i c a l l y  d i s t i n c t .
( 4 )  The  s c a l e  s h o u l d  be d e v e l o p m e n t a l l y  a p p r o p r i a t e  and  t h e  age  
r a n g e  s p e c i f i e d .
( 5 )  The  s c a l e  s h o u l d  be s e n s i t i v e  t o  l o c a l i s e d  b u t  s e v e r e  p h y s i c a l  
i m p a i r m e n t ,  as  w e l l  as  mo r e  g e n e r a l i s e d  a nd  d e f u s e d  p h y s i c a l  
p r o b l e m .
( 6 )  V a l i d i t y  d a t a  a c r o s s  d i f f e r e n t  g r o u p s  s h o u l d  be p r o v i d e d .
The  body  c a t h e x i s - s e l f  c a t h e x i s  s c a l e  ( B C - S C )  can  be e x a m i n e d  
a c c o r d i n g  t o  t h e s e  c r i t e r i a .  R e l i a b i l i t y  d a t a  i s  p r o v i d e d  by a 
num be r o f  s t u d i e s .  C o r r e c t e d  s p l i t - h a l f  r e l i a b i l i t y  c o - e f f i c i e n t s
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f o r  46 i t e m s  b o d y  c a t h e x i s  s c o r e s  a r e  g i v e n  by S e c o r d  a nd  J o u r a r d  
i n  1 3 5 3 ,  as  0 . 7 8  f o r  m a l e s  a nd  0 . 8 3  f o r  f e m a l e s .  W e i n b e r g  ( 1 9 6 0 )  
p r o v i d e s  r e l i a b i l i t y  c o - e f f i c i e n t s  f o r  t h e  40 i t e m s  b od y  c a t h e x i s  
s c a l e s ,  as  0 . 8 4  f o r  m a l e s  a nd  0 . 7 5  f o r  f e m a l e s .  Ro s e n  a nd  Ross  
( 1 9 6 8 )  o f f e r e d  e v i d e n c e  t h a t  r e l i a b i l i t i e s  w e r e  due  t o  i t e m  
c o n t e n t  as  o p p o s e d  o n l y  t o  i t e m  r e s p o n s e  b i a s .  T h e y  d e m o n s t r a t e d  
t h a t  c o r r e l a t i o n s  b e t w e e n  t h e  t wo  p a r t s  p a r t s  o f  t h e  s c a l e ,  t h a t  
i s  b o d y  c a t h e x i s  a nd  s e l f  c a t h e x i s  w h e r e  R = . 5 2  f o r  a l l  i t e m s ,
R = . 6 2  f o r  b o d y  i t e m s  a b o v e  t h e  mean i n  i m p o r t a n c e  by t h e  
s u b j e c t s  and
R = . 2 8  f o r  i t e m s  r a t e d  b e l o w  t h e  mean i n  i m p o r t a n c e .  T u c k e r  1981 
a l s o  p r o v i d e s  e v i d e n c e  t h a t  t h e  s c a l e  i s  s t a b l e  o v e r  t i m e  (R = 
. 8 7 ) .  He n c e  t h e  r e l i a b i l i t y  o f  t h e  s c a l e  a p p e a r s  t o  be q u i t e  
g o o d .
I t  i s  a l s o  i m p o r t a n t  t o  a s c e r t a i n  t h e  c o n s t r u c t  v a l i d i t y  o f  t h e  
b od y  c a t h e x i s  s c a l e ;  t h a t  i s  how much i t  i s  an i n d i c a t o r  o f  an 
o v e r a l l  a t t i t u d e  t o w a r d s  b o d y  p a r t s  a nd  f u n c t i o n . '  As s u g g e s t e d  
b e f o r e ,  t h e  i t e m s  c o v e r  t h e  m o d e l  p r o v i d e d  by Ma y e r  and  E i s e n b e r g  
s u g g e s t i n g  t h a t  i t  d o e s  i n f a c t  h a v e  s t r o n g  f a c e  v a l i d i t y .  I t  i s  
o b v i o u s l y  o p e n  t o  f a k i n g  o r  mo r e  s u b t l e  s o c i a l  d e s i r a b i l i t y  
i n f l u e n c e s .  I n  t h e i r  r e s e a r c h ,  S e c o r d  a nd  J o u r a r d  a l l o w e d  t h e  
s u b j e c t  t o  r e m a i n  a n n o n y m o u s  a nd  s t r e s s e d  t h e  i m p o r t a n c e  o f  
h o n e s t y  a nd  c a r e f u l n e s s .  The  m e t h o d  o f  s c o r i n g  ( b y  s u mmi n g  a c r o s s  
s e p a r a t e  i t e m s )  i s  open  t o  f a m i l i a r  c r i t i c i s m  t h a t  t h i s  a s s u m e s  
w i t h o u t  w a r r a n t  t h e  e q u a l  s a l i a n c e  a nd  m e t r i c  o f  e a c h  i t e m .  
H o w e v e r ,  r e c e n t  s t u d i e s  ( W e i n b e r g  1 9 6 0 )  h a v e  p e r f o r m e d  i n t e r n a l
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f a c t o r  a n a l y s i s  a nd  s u g g e s t  t h a t  i t e m s  do l o a d  o n t o  i n d e p e n d e n t  
f a c t o r s .  T h e r e  i s  a l s o  e v i d e n c e  ( R o s e n  a nd  R o i s  1 9 6 8 )  t h a t  
i m p o r t a n c e  r a t i n g s  do n o t  a l t e r  s i g n i f i c a n t l y  t h e  q u a n t i f i a b l e  
v a l u e  o f  o v e r a l l  b o d y  i m a g e .
K a l i m a ,  W i t t e m a  a nd  M c l v e r  ( 1 9 7 9 )  s u g g e s t  t h a t  t h e  s c a l e  i s
p r o b a b 1 y
i n s e n s i t i v e  t o  a d i s f i g u r e m e n t  o r  o t h e r  p r o b l e m s  t h a t  s t r i k e s  o n l y  
one  p a r t  o f  t h e  b o d y ,  no m a t t e r  how s e v e r e .  H o w e v e r ,  i t  r e m a i n s  a 
s u i t a b l e  i n s t r u m e n t  f o r  m e a s u r i n g  b o d y  a t t i t u d e s  i n  p s o r i a s i s  as  
i t  i s  a c o n d i t i o n  t h a t  o f t e n  i n v o l v e s  much o f  t h e  b o dy  o r  s k i n  
s u r f a c e .
I t  seems t h a t  b o t h  t h e  BC,  a nd  SC s c a l e s  h a v e  a c c e p t a b l e
r e l i a b i l i t i e s  a nd  do d i f f e r e n t i a t e  b e t w e e n  d i f f e r e n t  a s p e c t s  o f  
t h e  b o d y  c o n c e p t .  I t  has  b e e n  d e v e l o p e d  u s i n g  a d u l t  p o p u l a t i o n  
a nd  t h u s  i s  an a p p r o p r i a t e  t o o l  f o r  t h i s  s t u d y .  M e a s u r e s  o f  b ody  
p a r t s '  a t t r a c t i v e n e s s  and  b o d y  p a r t s '  e f f e c t i v e n e s s  a r e  a l s o  
i n c l u d e d  i n  t h e  s t u d y  t o  f u r t h e r  e x a m i n e  t h e s e  a t t i t u d e s  t o w a r d s  
t h e  b ody  and  o b t a i n  a f u l l  p i c t u r e  o f  t h e  c o n c e p t  o f  b o d y  i ma g e .  
The  SC p a r t  o f  t h e  s c a l e  w i l l  a l s o  be u s e d  t o  h e l p  p r o v i d e  a 
m e a s u r e  o f  s e l f  e s t e e m  and  t h u s  e n a b l e  t h e  r e l a t i o n s h i p  b e t w e e n
b od y  i mage  a n d  s e l f  e s t e e m  t o  be e x a m i n e d .  A t  t h i s  p o i n t ,  i t
seems p e r t i n e n t  t o  d i s c u s s  f u r t h e r  t h e  c o n c e p t  o f  s e l f  e s t e e m .
1 .3  SELE_E5IEEM
S e l f  e s t e e m  h as  b ee n  c o n c e p t u a l i s e d  as  t h e  e v a l u a t i v e  c o m p o n e n t  o f  
t h e  s e l f - c o n c e p t  a nd  r e f e r s  t o  o n e ' s  f e e l i n g s  o f  s e l f  w o r t h  
( C o o p e r  s m i t h  1 967 ) .  I t  i s  m u l t i d i m e n s i o n a l  and  r e f l e c t s  t h e
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o v e r a l l  f e e l i n g s  o f  s e l f  w o r t h  r e f e r r e d  t o  a s  g l o b a l  o r  g e n e r a l  
s e l f  e s t e e m  ( R o s e n b e r g  19 7 9 ) .  T h i s  g e n e r a l  f e e l i n g  o f  s e l f  w o r t h  
i s  d e r i v e d  f r o m  t h e  i n t e g r a t i o n  o f  f e e l i n g s  i n  s p e c i f i c  a r e a s  s u c h  
as  b e h a v i o u r ,  p h y s i c a l  a p p e a r a n c e  ( b o d y  i m a g e ) ,  i n t e l l i g e n c e  and  
t h e  s o c i a l  a nd  e m o t i o n a l  s e l f .  A l t h o u g h  a r e l a t i o n s h i p  b e t w e e n  
a r e a  s p e c i f i c  a nd  g e n e r a l  s e l f  e s t e e m  m i g h t  be e x p e c t e d ,  i t  i s  
p o s s i b l e  f o r  p e r s o n s  t o  v a r y  i n  t h e  i m p o r t a n c e  and  s a l i a n c e  o f  t h e  
a r e a  s p e c i f i c  c o m p o n e n t s  o f  s e l f  e s t e e m .  One o f  t h e s e  a r e a s  may 
t a k e  on an i m p o r t a n t  c e n t r a l  r o l e ,  f o r  e x a m p l e  t h e  b od y  i mage  i n  
p s o r i a s i s  p a t i e n t s .  C o n s e q u e n t l y ,  one  c a n n o t  as s ume  t h a t  f a c t o r s  
r e l a t e d  t o  d i f f e r e n c e s  i n  g e n e r a l  s e l f  e s t e e m  w i l l  a l s o  
s i g n i f i c a n t l y  e f f e c t  a r e a  s p e c i f i c  s e l f  e s t e e m .  T h i s  s u g g e s t s  
t h a t  i t  i s  n e c e s s a r y  t o  m e a s u r e  b o t h  a s p e c t s  o f  s e l f  e s t e e m .  The  
g e n e r a l  s e l f  e s t e e m  i s  m e a s u r e d  by t h e  SC s c a l e  and  b o d y  s e l f  
e s t e e m  by t h e  BC s c a l e .
M e a s u r e m e n t  o f  t h e  s e l f  e s t e e m  has  p r o v e d  a c o m p l e x  and  
p r o b l e m a t i c  t a s k  p r i m a r i l y  b e c a u s e  o f  t h e  d i f f i c u l t i e s  i n  
e s t a b l i s h i n g  a s o l i d  t h e o r e t i c a l  b a s i s  as  a f r a m e w o r k  f o r  
m e a s u r e m e n t  t o o l s .  S e l f  e s t e e m  i s  n o t  s y n o n y m o u s  w i t h  s e l f -  
c o n c e p t .  W h i l e  b o t h  i n c l u d e s  o n e ' s  i d e a  o f  s e l f  e s t e e m ,  i t  has  a 
v a l u a t i v e  c o m p o n e n t  w h i c h  i s  n o t  i n c l u d e d  i n  s e l f - c o n c e p t  
m e a s u r e s .  t h e  "Who Am I "  t y p e  o f  q u e s t i o n  a l l o w s  a p e r s o n  t o  
d e s c r i b e  t h e i r s e l f  b u t  d o e s  n o t  r e q u i r e  t h e  e v a l u a t i o n  o f  t h e  
i m p a c t  o f  s p e c i f i c  p e r s o n a l  a t t r i b u t e s  on t h e  s e l f  e s t e e m .
S e l f  e s t e e m  i n c l u d e s  t wo  b a s i c  p s y c h o l o g i c a l  p r o c e s s e s  -  t h e  
p r o c e s s  o f  s e l f  e v a l u a t i o n  and  t h e  p r o c e s s  o f  s e l f  w o r t h .  S e l f
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w o r t h  i n c o r p o r a t e s  a v i e w  o f  o n e ' s  s e l f  as  b e i n g  m a s t e r  o f  o n e ' s  
a c t i o n s ,  a s e n s e  o f  c o m p e t e n c e  b a s e d  on i n t r i n s i c  r a t h e r  t h a n  
e x t r i n s i c  d e t e r m i n a n t s .
B u r n s  ( 1 9 7 9 )  s e e s  s e l f  w o r t h  as  a n e b u l o u s  c o n c e p t  i n c o r p o r a t e d  i n  
s e l f  as  k n o w e r  o r  e x p e r i e n c e r .  T h i s  l e a d s  t o  d i f f e r e n c e s  i n  
m e a s u r e m e n t  a nd  t h u s  ( f o r  m e a s u r e m e n t  p u r p o s e s )  B u r n s  j u s t i f i e s  
o p e r a t i o n a l i s i n g  s e l f  e s t e e m  as  s e l f  e v a l u a t i o n .
R o s e n b e r g ' s  ( 1 9 7 9 )  c o n c e p t  o f  s o c i a l  i d e n t i t y  b a s e d  on b i o l o g i c a l  
g r o u p  m e m b e r s h i p  and  s o c i a l  l a b e l l i n g  p r o v i d e s  a p a r t i a l  f r a m e w o r k  
f o r  m e a s u r i n g  s e l f  e s t e e m .  He s u g g e s t s  e a c h  p e r s o n  h as  a 
h i e r a r c h y  o f  s e l f  c o n c e p t s .  A t  t h e  c o r e  a r e  t h o s e  q u a l i t i e s
i n  w h i c h  one  e x c e l s .  I n  a d d i t i o n ,  t h e r e  a r e  a s p e c t s  o f  t h e  s e l f  
t h a t  c a n n o t  be c h a n g e d  and  t h e r e f o r e  as s ume  l e s s e r  i m p o r t a n c e .  
H o w e v e r  a t  v a r i o u s  t i m e s ,  some o f  t h e s e  b i o l o g i c a l  f a m i l i a l ,  
s o c i e t a l  o r  i n d i v i d u a l  a s p e c t s  o f  o n e ' s  s o c i a l  i d e n t i t y  may 
c o n t r i b u t e  t o  e i t h e r  p o s i t i v e  o r  n e g a t i v e  s e l f  e s t e e m .  One may 
e i t h e r  i g n o r e ,  a c c e p t  o r  d e s i r e  and  s e e k  t o  c h a n g e  t h e m .  I n  
a p p r a i s i n g  s e l f  w o r t h ,  r e a l i s t i c  e v a l u a t i o n  a nd  e x p e c t a t i o n s  a r e  
t h e  k e y s  t o  a c c e p t a n c e  v e r s u s  shame and  r e j e c t i o n .  Our  p e r s o n a l  
e v a l u a t i o n  t h e r e f o r e ,  i s  b a s e d  u p o n :  ( 1 )  I n t e r n a l i s e d  s t a n d a r d s  
w h i c h  a r e  t h e m s e l v e s  d e r i v e d  f r o m  s o c i a l  i n t e r a c t i o n  a nd  a r e  
i n t e r n a l l y  s y m b o l i c a l l y  r e p r e s e n t e d  i n  t h e  f o r m  o f  t h e  
" g e n e r a l i s e d  o t h e r "  ( Me a d ,  1 9 3 4 ) ,  and  ( 2 )  A c u m m u l a t i v e  h i s t o r y  o f  
p a s t  p e r f o r m a n c e  e x p e r i e n c e s  w h i c h  p r o v i d e  us w i t h  a r e l a t i v e l y  
s t a b l e  s e n s e  o f  o u r  c a p a b i l i t i e s  a nd  p r e d e l e c t  i o n s  ( s e l f  
k n o w l e d g e ) .  C o o p e r  s m i t h  1 9 6 7 ,  s u g g e s t s  t h a t  t h i s  p a r t  o f  s e l f
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e s t e e m  i s  p a r t i c u l a r l y  d e p e n d e n t  u p o n  i n t e r a c t i o n s  w i t h  o u r  
p a r e n t s .
B o t h  o u r  i n t e r n a l i s e d  s t a n d a r d s  and  s e l f  k n o w l e d g e  a r e  c o n t i n u a l l y  
u n d e r g o i n g  c h a n g e .  C hange  i n  o u r  s e n s e  o f  s e l f  w o r t h  i s  a 
f u n c t i o n  o f  t h e  b a t u r e  abd  c o n s i s t e n c y  o f  f e e d b a c k  a c r o s s  t i m e  
s i t u a t i o n s  and  p e o p l e .  P e o p l e  d i f f e r  i n  t h e i r  r e l i a n c e  on t h e  
i n t e r n a l  and  e x t e r n a l  s o u r c e s  o f  i n f o r m a t i o n  a n d  t h u s ,  w i l l  d i f f e r  
i n  t h e  s t a b i l i t y  o f  t h e i r  o v e r a l l  s e l f  e s t e e m .  S e l f  e s t e e m  t h a t  
i s  b a s e d  l a r g e l y  on an i n t e r n a l  s o u r c e  o f  e v a l u a t i o n  w i l l  be mo r e  
s t a b l e  t h a n  s e l f  e s t e e m  b a s e d  on e v a l u a t i o n  o f  o t h e r s .  S e l f  
e s t e e m  b a s e d  on e x t e r n a l  e v a l u a t i o n  may be s i t u â t i o n a l l y s u b j e c t  
t o  i n c o n s i s t e n t ,  p r e j u d i c e d ,  o r  u n r e a l i s t i c a l l y  h i g h  o r  l o w  
s t a n d a r d s .  S e l f  e s t e e m  may be h i g h  o r  l o w ,  b u t  i t  w i l l  be mo r e  
s t a b l e  i f  t h e  s o u r c e  i s  i n t e r n a l .  One m e t h o d  o f  d e t e r m i n i n g  t h e  
s u b j e c t s  u s e  o f  i n t e r n a l  o r  e x t e r n a l  s o u r c e s  may be t h r o u g h  t h e  
m e a s u r e m e n t  o f  a p e r s o n ' s  s e l f  c o n s c i o u s n e s s .  T h i s  w i l l  be 
e x a m i n e d  i n  mo r e  d e t a i l  l a t e r  b u t  s u g g e s t s  t h a t  f o r  p a t i e n t s  who 
r e l y  on e x t e r n a l  s o u r c e s ,  t h e  p s o r i a s i s  w i l l  p r o b a b l y  h a v e  a 
g r e a t e r  d e t r i m e n t a l  i m p a c t  u pon  s e l f  e s t e e m ,  t h a n  f o r  t h o s e  who 
r e l y  on i n t e r n a l  s o u r c e s .
S u l l i v a n  and  G u g l i e l i m o  ( 1 9 8 5 )  s u g g e s t  a 2 - f o l d  d e f i n i t i o n  o f  s e l f  
e s t e e m .  F i r s t l y ,  t h e r e  i s  t h e  e x p e r i e n c e d  v a l u e  o f  t h e  s e l f  as  a 
s o c i a l  o b j e c t .  T h i s  i s  a l e a r n t  c o n c e p t  b a s e d  on e x p e r i e n c e s  
t a k i n g  p l a c e  w i t h i n  r e l a t i o n s h i p s ,  p a r t i c u l a r l y  r e l a t i o n s h i p s  
w i t h  v a l u e d  o t h e r s ,  s u c h  as  p a r e n t s .  I t  b e g i n s  t o  f o r m  d u r i n g  
e a r l y  c h i l d h o o d  and  i s  o n l y  s l i g h t l y  a l t e r a b l e  a f t e r  t h e  s o c i a l
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d e v e l o p m e n t  o f  c h i l d h o o d  a nd  a d o l e s c e n c e  h as  t a k e n  p l a c e .  Ev en  
t h e n  i t  may r e q u i r e  e x c e p t i o n a l  c o n d i t i o n s  t o  c h a n g e  t h i s  p a r t  o f  
t h e  s e l f  e s t e e m .  T h u s  i f  p s o r i a s i s  i s  d i a g n o s e d  a t  a t i m e  when
t h i s  p a r t  o f  s e l f  e s t e e m  i s  d e v e l o p i n g ,  i t  may t h e n  h a v e  a l a s t i n g  
and  s e v e r e  e f f e c t  upon  s e l f  e s t e e m .  A l s o ,  i t  may be t h e  t y p e  o f  
" e v e n t "  t h a t  a l t e r s  s e l f  e s t e e m  l a t e r  i n  l i f e .  Du n g e y  and  
B u s e l m e i e r  ( 1 9 8 2 )  s u g g e s t  t h e  age  o f  d i a g n o s i s  i s  p a r t i c u l a r l y  
r e l e v a n t  t o  d e t r i m e n t a l  i m p a c t  o f  p s o r i a s i s ,  b u t  t h i s  i s
p a r t i c u l a r l y  so i f  d u r i n g  a d o l e s c e n c e  o r  e a r l y  c h i l d h o o d .
S e c o n d l y ,  S u l l i v a n  and  G u g l i e l i m o  p o s t u l a t e  a s e c o n d  p a r t  o f  s e l f  
e s t e e m  w h i c h  i s  t h e  e v a l u a t i o n  o f  t h e  s e l f  as  an o b j e c t ,  t h e  s e l f  
i n  a c t i o n ,  a nd  t h e  s e l f  as  an o b j e c t  f o r  o t h e r s  t o  u s e  ( t h i s
i n c l u d e s  o n e ' s  l o o k s ) .
T h i s  i s  a l t e r a b l e  and  can  f l u c t u a t e  f r o m  day  t o  day  w i t h  r u n s  o f  
s u c c e s s e s  a n d  d i s a p p o i n t m e n t s .  As a p a t i e n t  who i s  p a r t i c u l a r l y  
e f f e c t e d  by a c h r o n i c  c o n d i t i o n  s u c h  as  p s o r i a s i s ,  t h e y  e x p e r i e n c e  
r e m i s s i o n s  a nd  r e c u r r e n c e s  i n  t h i s  m a n n e r .  A p e r s o n  c l e a r  o f  
p s o r i a s i s  may be e x p e r i e n c i n g  a r a i s e d  l e v e l  o f  t h i s  t y p e  o f  s e l f  
e s t e e m .  H o w e v e r ,  t h e  v a l u e  o f  t h e  s e l f  may s t i l l  be l o w  d e p e n d e n t
u p o n  t h e  i n i t i a l  e f f e c t s  o f  t h e  d i a g n o s i s .  A p e r s o n  i n  t h e  m i d d l e
o f  a f l a r e - u p ,  p e r h a p s  l o n g  and  i n c o n t r o l l e d ,  w i l l  e x p e r i e n c e
c o n s i d e r a b l e  f a i l u r e  and  h e n c e  p r o b a b l y  be l o w  i n  t h i s  v a r i a b l e  
a s p e c t  o f  s e l f  e s t e e m .  T h i s  a s p e c t  i s  o b v i o u s l y  m e a s u r e d  t o  some 
e x t e n t  by b o d y  i m a g e .  The  m e a s u r e m e n t  o f  t h e  o t h e r  a s p e c t ,  t h e
s t a b l e  p a r t  o f  s e l f  e s t e e m  w i l l  need  t o  t a k e  i n t o  a c c o u n t  t h e
a t t i t u d e s  a nd  v a l u e s  t h a t  a r e  d e v e l o p e d  t h r o u g h  i n t e r a c t i o n  w i t h
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s i g n i f i c a n t  o t h e r s  t h r o u g h o u t  c h i l d h o o d .  F o r  e x a m p l e ,  m o r a l s ,
p e r s o n a l  g o a l s ,  p e r s o n a l  name,  a b i l i t y  t o  a c c e p t  c r i t i c i s m ,  e t c .  
I t  s h o u l d  be n o t e d  a t  t h i s  p o i n t  t h a t  t h e  s e l f  c a t h e x i s  s c a l e  d oe s  
i n f a c t  e x a m in e  t h e s e  a s p e c t s  o f  s e l f  e s t e e m .
F i n a l l y ,  S u l l i v a n  and  G u g l i e l i m o  n o t e  t h a t  l o w  s e l f  e s t e e m  i s  a 
s o u r c e  o f  p s y c h o l o g i c a l  p a i n  and  n o t e  t h e  n e ed  t o  i d e n t i f y  t h e  
a s p e c t s  o f  s e l f  e s t e e m  t h a t  c a n  be i m p r o v e d  t o  r e d u c e  t h i s  p a i n ,  
^ o o p e r s m i t h  s u p p o r t s  t h i s  n o t i o n .  He s u g g e s t s  t h a t  l o w  s e l f  
e s t e e m ,  w h a t e v e r  i t s  o r i g i n ,  w i l l  l e a d  t o  f e e l i n g s  o f  i n a d e q u a c y  
and  u n w o r t h i n e s s .  I t  may e v e n  l e a d  t o  f e e l i n g s  o f  h o p e l e s n e s s  and  
i n c a p a b i l i t y  o f  i m p r o v i n g  t h e  s i t u a t i o n .  Mo s t  i m p o r t a n t l y  he 
s u g g e s t s  t h a t  l o w  s e l f  e s t e e m  r e s u l t s  i n  t h e  l a c k  o f  i n n e r  
r e s o u r c e s  t o  t o l e r a t e  o r  r e d u c e  t h e  a n x i e t y  r e a d i l y  a r o u s e d  by 
e v e r y d a y  e v e n t s  a nd  s t r e s s .  The  r o l e  o f  s t r e s s  i n  t h e  a e t i o l o g y  
o f  p s o r i a s i s  i s  c o n t r o v e r s i a l  a l t h o u g h  i t s  r o l e  i n  e x a c e r b a t i n g  o r  
c a u s i n g  r e m i s s i o n s  i s  mo r e  a c c e p t a b l e  ( J a m e s ,  1 9 8 8 ) .  T h u s ,  a p o o r  
^ e l f  e s t e e m  may c a u s e  a n x i e t y  a nd  l e a d  t o  f u r t h e r  r e m i s s i o n s .  
H o w e v e r ,  a p e r s o n ' s  way o f  c o p i n g  w i t h  t h i s  s t r e s s  w i l l  a l s o  p l a y  
an i m p o r t a n t  m e d i a t i n g  r o l e .  T h i s  a g a i n  w i l l  be e x a m i n e d  l a t e r .  
C o o p e r  s m i t h  a l s o  s u p p o r t s  t h e  n o t i o n  t h a t  a p e r s o n ' s  s e l f  
c o n s c i o u s n e s s  e f f e c t s  s e l f  e s t e e m .  He s h o we d  t h a t  s e l f  e s t e e m  i s  
s i g n i f i c a n t l y  r e l a t e d  t o  an i n d i v i d u a l ' s  b a s i c  s t y l e  o f  a d a p t i n g  
t o  e n v i r o n m e n t a l  d e ma n d s .  P e o p l e  l o w  i n  s e l f  e s t e e m  e x p e r i e n c e  
g r e a t e r  a n x i e t y  and  he d e m o n s t r a t e d  t h i s  by e x a m i n i n g  t h e  num be r 
o f  p s y c h o s o m a t i c  s y mp t o ms  r e p o r t e d .  Low s e l f  e s t e e m  p e o p l e  a r e
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mo r e  a p t  t o  r e p o r t  s e v e r a l  s y mp t o ms  and  l e s s  a p t  t o  r e p o r t  
c o m p l e t e  a b s e n c e  o f  s y m p t o m s  w i t h  l a r g e  p s y c h o l o g i c a l  c o m p o n e n t s .  
T h i s  i s  a s s u me d  t o  be a c o n s e q u e n c e  o f  e x t r e m e  a n x i e t y  w h i c h  
r e s u l t s  i n  p h y s i o l o g i c a l  m a n i f e s t a t i o n s .  T h i s  r e l a t i o n s h i p  
b e t w e e n  s y mp t o m and  s e l f  e s t e e m  i s  m e d i a t e d  by a n x i e t y  a nd  s t r e s s ,  
b u t  i t  may n o t  be t h e  s t r e s s  p e r  se t h a t  c a u s e s  t h e  e x a c e r b a t i o n  
o r  t h e  d e t r i m e n t a l  e f f e c t s  f o r  s e l f  e s t e e m ,  b u t  r a t h e r  t h e  way o f  
c o p i n g  w i t h  t h a t  s t r e s s .  T h i s  a g a i n  i s  e x a m i n e d  l a t e r .  I t  i s  now 
3 e c e s 5 a r y  t o  e x p l o r e  i n  mo r e  d e p t h  t h e  r e l a t i o n s h i p  b e t w e e n  s e l f  
e s t e e m  a nd  b o d y  i m a g e ,  a n d  t h e  wa y s  t h a t  t h i s  may v a r y  i n  t h i s  
p a r t i c u l a r  c l i n i c a l  p o p u l a t i o n .
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B e r s c h e i d ,  W a l s t e r ,  and  B o h r n s t e d t  ( 1 9 7 3 )  c o n d u c t e d  a l a r g e  p o s t a l  
s u r v e y  t o  d e t e r m i n e  j u s t  how i m p o r t a n t  o u r  b o d y  i m a g e s  a r e  t o  o u r  
a t t i t u d e s  a nd  t o  o u r  s e l f  e s t e e m .  T h ey  f o u n d  t h a t  f o r  b o t h  s e x e s ,  
b od y  im ag e  was  s t r o n g l y  r e l a t e d  t o  s e l f  e s t e e m  and  s u g g e s t e d  t h a t  
a l t h o u g h  o n l y  one  c o m p o n e n t  o f  s e l f  e s t e e m  ( i e .  p a r t  o f  t h e  
f l u c t u a t i n g  c o m p o n e n t )  b o d y  im age  i s  t h e  one t h a t  has  been  
o v e r l o o k e d .
The  r o l e  o f  s e l f  c o n c e p t  a s  a m o d e r a t o r  o f  a p e r s o n ' s  p e r c e p t i o n  
o f  and  s a t i s f a c t i o n  w i t h  p h y s i c a l  a p p e a r a n c e  was  s t u d i e d  by 
K o r a b i k  a nd  P i t t  ( 1 9 8 0 ) .  T h e y  f o u n d  t h a t  t h e r e  vjas no d i r e c t  
r e l a t i o n s h i p  b e t w e e n  p h y s i c a l  a p p e a r a n c e  and  s e l f  c o n c e p t ,  b u t  
s u g g e s t e d  t h a t  t h e r e  i s  an i n d i r e c t  l i n k  t h r o u g h  s e l f  p e r c e p t i o n .  
I t  i s  f o r  t h i s  r e a s o n  t h a t  s e l f  e s t e e m ,  t h e  e v a l u a t i v e  p a r t  o f  
s e l f  c o n c e p t  i s  c o n c e n t r a t e d  u pon  i n  t h i s  s t u d y .
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I n  W y l i e ' s  r e v i e w  of  t he  s e l f  concept  l i t e r a t u r e  ( 1 9 7 4 ) ,  she 
expr essed  a need f o r  more i n v e s t i g a t i o n  i n t o  t he r e l a t i o n s h i p  of  
s e l f  concept  and p h y s i c a l  c h a r a c t e r s i t i c s .  Such r e s e a r c h  has a 
g r e a t  dea l  of  c l i n i c a l  i mp o r t a n c e  s i n c e  p a t i e n t s  o f t e n  p r e s e n t  
t hemse l ves  f o r  t r e a t m e n t  in (eg o r t h o d o n t i c  p l a s t i c  s u r g e r y ,  
p l a s t i c  s u r g e r y )  in hope t h a t  i mprovement  of  p h y s i c a l  app e a r a nc e  
w i l l  r e s u l t  i n b e t t e r  p s y c h o l o g i c a l  f u n c t i o n i n g .  For  exampl e ,
Ho l l y ma n ,  Lac ey ,  W h i t f i e l d  and Wi l s on  ( 1 9 3 0 )  suggest  t h a t  s u r g e r y
2)  s e f f e c t i v e  in r e l i e v i n g  i mp o r t a n t  components of  t he  
p s y c h o l o g i c a l  d i s t r e s s  of  women r e q u e s t i n g  r e d u c t i o n  mammoplasty  
and in c o r r e c t i n g  d i s t o r t e d  body i mage.  However ,  p e o p l e ' s  a c t u a l  
p s y c h o l o g i c a l  r e a c t i o n  t o changes in t h e i r  p h y s i o l o g i c a l  
appear ance  i s  e x t r e m e l y  v a r i a b l e .  A p o s s i b l e  e x p l a n a t i o n  f o r  
t hese  d i s c r e p e n c i e s  maybe t h a t  body image s a t i s f a c t i o n  i s  an
i mp o r t a n t  c o n t r i b u t o r  t o t he  r e l a t i o n s h i p  bet ween s e l f  concept  and 
t he  p e r c e p t i o n  of  p h y s i c a l  a p p e a r a n c e .  T h e r e f o r e ,  s t u d i e s  need to
i n c l u d e  measure of  t he  d i s c r e p e n c y  bet ween t he  way p a t i e n t s
f e r c e i v e  t he ms e l v e s  and t he  way t hey woul d l i k e  to be or a measure  
of  body p a r t  s a t i s f a c t i o n .  West ( 1 9 7 4 ) ,  found t h a t  a body image 
s a t i s f a c t i o n  measure was r e l a t e d  to a good degr ee  of  a d a p t a t i o n  
to s u r g i c a l l y  i nduced d i s f i g u r e m e n t  in cancer  p a t i e n t s .
I t  i s  d i f f i c u l t  to a s c e r t a i n  whet her  a p o s i t i v e  s e l f  concept  and 
body image dev e l o p  because a per son possesses  an a e s t h e t i c a l l y  
p l e a s i n g  p h y s i c a l  appea r a nc e  or whe t her  a p o s i t i v e  s e l f  concept  
r e s u l t s  in p o s i t i v e  s e l f  p e r c e p t i o n  r e g a r d l e s s  of  how a t t r a c t i v e  
o n e ' s  a ppear ance  a c t u a l l y  i s .  I t  i s however ,  s u b j e c t i v e
24
p e r c e p t i o n  of  p h y s i c a l  a t t r a c t i o n  t h a t  i s  p r o b a b l y  of  g r e a t e r  
i mpor t ance  t han o b j e t i ve  p e r c e p t i o n .  So i t  i s  t h i s  t h a t  shoul d  be 
c o n s i d e r e d .  The st udy t h e r e f o r e  a t t e m p t s  to d e s c r i b e  t he  s t a b l e  
component  of  s e l f  est eem ( t h e  e v a l u a t i v e  component  of  s e l f  
c o n c e p t ) ,  and s a t i s f a c t i o n  w i t h  body image ( t h e  f l u c t u a t i n g  
component  of  s e l f  e s t e e m ) ,  and s e l f  p e r c e i v e d  p h y s i c a l  
a t t r a c t i v e n e s s .  I t  i s s ugges t ed  t h a t  i f  s u b j e c t s  r a t e  p h y s i c a l  
a t t r a c t i v e n e s s  h i g h l y  t hen  s e l f  est eem and body image may be 
c o r r e s p o n d i n g l y  p o s i t i v e .  However ,  a c t u a l  d i s c r e p e n c y  bet ween  
o b j e c t i v e  and s u b j e c t i v e  a pp e a r a n c e  measur es w i l l  a l s o  i n d i c a t e  
whet her  r e a l  n e g a t i v e  p h y s i c a l  a p p e a r a nc e  w i l l  e f f e c t  body image 
and s e l f  est eem n e g a t i v e l y  or p o s i t i v e l y .  As sug ges t ed  b e f o r e ,  i t  
may be t h a t  an u n r e a l i s t i c  p e r c e p t i o n  of  body image l eads  to  
p s y c h o l o g i c a l  w e l l b e i n g .  S k e v i n g t o n ,  B l a c k w e l l  and B r i t t o n  ( 1 9 8 7 )  
conc l uded a f t e r  e x a mi n i n g  t he s e l f  est eem and p e r c e p t i o n  of  
a t t r a c t i v e n e s s  in r h e u ma t o i d  a r t h r i t i s  s u b j e c t s  t h a t  i t  i s  
unnecessar y  to p e r c e i v e  y o u r s e l f  as a t t r a c t i v e  in o r d e r  to have  
^  i gh s e l f  es t eem.  I t  shou l d  be not ed however ,  t h a t  K u r t z  ( 1 9 7 1 )  
c o n f i r me d  h i s  h y p o t h e s i s  t h a t  h i gh  s e l f  est eem s u b j e c t s  have  
h i g h e r  body a t t i t u d e s  sc o r e s  as compared to low s e l f  est eem  
s u b j e c t s ,  and t h a t  t h i s  e f f e c t  i s more pr onounced in f e ma l e s  t han  
in ma l es .
The r e  appear s  to be much e v i d e n c e  p o i n t i n g  to a s t r o n g  p o s i t i v e  
r e l a t i o n s h i p  bet ween body image v a r i a b l e s  and i n d i c e s  of  
p e r s o n a l i t y  f u n c t i o n i n g .  Wh i l e  o b j e c t i v e  u n a t t r a c t i v e n e s s  i s no 
g u a r e n t e e  of  poor  body i mage,  per sons  who t h r o u g h o u t  t h e i r  l i f e
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span do p e r c e i v e  t h e i r  own p h y s i c a l  a e s t h e t i c s  n e g a t i v e l y  ver y  
o f t e n  have poor s e l f  es t eem,  s o c i a l  and h e t e r o s e x u a l  a n x i e t y ,  
f e a r s  of  s o c i a l  c r i t i c i s m  and r e j e c t i o n  and a r e  l ess  e f f e c t i v e  in 
t h e i r  i n t e r p e r s o n a l  r e l a t i o n s  ( B e r s c h e i d ,  W a l s t e r  and B o h r n s t e d t ,  
1 9 7 3 ) .  The measures empl oyed in t h i s  s t udy can be compared in a 
s i m i l a r  manner ,  w h i l e  bot h s a t i s f a c t i o n  w i t h  t he s e l f  and body 
image can be seen to be p a r t  of  o v e r a l l  g l o b a l  s e l f  est eem t hey  
a r e  i n f a c t  d i s t i n c t  and i ndepe ndent  p a r t s  of  t h a t  s e l f  est eem 
^ S u l l i v a n  and G u g l i e l i m o ) .  Resear ch  f i n d i n g s  ( eg .  N o l e s ,  Cash and 
Wi n s t e a d ,  1985)  i n d i c a t e  t h a t  t hey  do not  n e c e s s a r i l y  va r y  in t he  
same d i r e c t i o n ,  but  i t  may be t h a t  a c t u a l  p e r c e p t i o n  of  p h y s i c a l  
a t t r a c t i v e n e s s  i n f l u e n c e s  t h e i r  r e l a t i o n s h i p .  An o b j e c t i v e  
measure of  p h y s i c a l  a pp e a r a nc e  a l s o  needs to be i n c l u d e d ,  in o r der  
to exami ne t he  d i s c r e p e n c y  bet ween p e r s o n a l  and r e a l  p e r c e p t i o n  of  
p h y s i c a l  a t t r a c t i v e n e s s  and t he  d i s c r e p e n c y ' s  i n f l u e n c e  upon t he  
r e l a t i o n s h i p  between body image and s e l f  es t eem.
F i n a l l y  in t h i s  s e c t i o n ,  we w i l l  exami ne o t h e r  p o s s i b l e  m e d i a t i n g  
^ n f 1uences upon t he r e l a t i o n s h i p  bet ween body image and s e l f  
est eem.  These a r e  s e l f  c on s c i ous ne s s  and ways of  c op i ng  w i t h  
s t r e s s .
1.5 SELE_CQ%SC1QUSWESS_IWEQEI
Pe op l e  d i f f e r  in t he degr e e  to whi ch t hey  h a b i t u a l l y  a t t e n d  to  
t h e ms e l v e s .  The d i s p o s i t i o n  to be s e l f  a t t e n t i v e  has been
l a b e l l e d  as s e l f  c o n s c i o u s n e s s .  S e l f  c o n s c i ous ne s s  can be d e f i n e d  
as t he l e v e l  of  awar eness a person has about  t h e i r  i n n e r  t h o u g h t s  
and f e e l i n g s ,  about  h i m s e l f  as a p u b l i c  f i g u r e  and about  t he
■   ■  '
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a n x i e t y  f o r c e d  upon them in s o c i a l  s i t u a t i o n s .  T h i s  sug ges t s  two 
a s p e c t s ;  a p r i v a t e  c o g n i t i v e  m u l l i n g  of  t he  s e l f ,  and a p u b l i c  
awar eness and concer n  w i t h  t he  s e l f  as a s o c i a l  s t i m u l u s .
S e l f  cons c i ous ne s s  i s  measured by t he  Buss S e l f  Consc i ousness  
s c a l e  ( F e n i g s t e i n  Et  A l ,  1 9 7 5 ) ,  an i n s t r u me n t  t h a t  has t h r e e  
s e p a r a t e  s u b - s c a l e s .  The p r i v a t e  s e l f  c o n sc i ousne ss  s u b - s c a l e  
compr i ses  of  i t ems such as " I  am g e n e r a l l y  a t t e n t i v e  to my i nner  
f e e l i n g s "  and " I  am c o n s t a n t l y  e x a mi n i ng  my m o t i v e s " ,  and was 
R e s i g n e d  to measure t he  t endency  to be aware of  t he  c o v e r t  and 
hi dden a s p e c t s  of  t he s e l f  ( f o r  a f u l l  l i s t  of  i t e ms ,  see a p p e nd i x
3 ) .  Peopl e  h i gh in t h i s  d i mens i on  a r e  presumed to be p a r t i c u l a r l y  
a t t e n t i v e  to t h o u g h t s ,  f e e l i n g s ,  a t t i t u d e s  and o t h e r  p r i v a t e  
a s p e c t s  of  s e l f .  The p u b l i c  s e l f  c on s c i ous ne s s  s u b - s c a l e
compr i ses  of  i t ems such as " I  am concer ned  about  what  o t h e r  pe o p l e  
t h i n k  of  me" and " I  am concer ned  about  my s t y l e  of  do i ng  t h i n g s " .  
T h i s  i s  i n t e n d e d  to measure t he t endency  to be aware of  t he  
p u b l i c a l l y  d i s p l a y e d  a s p e c t s  of  t he  s e l f ,  t he  s e l f  as a s o c i a l  
^ b j e c t  t h a t  has an i mpact  on o t h e r s .  Peopl e  h i gh  on t h i s  
di mens i on  a r e  t hought  to be e s p e c i a l l y  c o g n i z a n t  of  how be i n g  
vi ewed by o t h e r s  in t h e i r  s o c i a l  c o n t e x t  and how t hose  o t h e r s  a r e  
r e a c t i n g  to them.  C o n s i s t e n t  w i t h  t h i s  c o n c e p t u a l i s a t i o n ,
F e n i g s t e i n  ( 1 9 7 9 )  has shown t h a t  h i gh  p u b l i c  s e l f  c o n s c i ous  women 
a r e  more s e n s i t i v e  to r e j e c t i o n  by o t h e r s .  F u r t h e r m o r e ,  t h e r e  i s  
c l e a r  and c o n s i s t e n t  e v i d e n c e  (Buss 1980)  t h a t  bot h p r i v a t e  and 
p u b l i c  s e l f  c on sc i ousne ss  a r e  d e t e r m i n a n t s  of  how we behave in 
s i t u a t i o n s  i n v o l v i n g  s e l f  awar enes s .
Both s u b - s c a l e s  possess ade qua t e  r e l i a b i l i t y  ( F e n i g s t e i n  Et  Al  
1975)  and a s u b s t a n t i a l  amount  of  e v i d e n c e  has been g a t h e r e d  
e s t a b l i s h i n g  bot h c o n v e r g e n t  and d i s c r i m i n a n t  v a l i d i t y  ( C a r v e r  and 
Gl ass 1 9 7 6 ) .  F i n a l l y ,  f a c t  a n a l y s i s  have c o n f i r me d  t h a t  t he  
p r i v a t e  and p u b l i c  s e l f  c on s c i ou s ne s s  d i mens i ons  a r e  f a c t o r i l y  
d i s t i n c t .  T h i s  means t h a t  a person h i gh  in one i s not  n e c e s s a r i l y  
hi gh in t he  o t h e r  and v i c e  v e r s a .
The t h i r d  s u b - s c a l e  measures s o c i a l  a n x i e t y .  T h i s  s c a l e  d i f f e r s  
rom p r i v a t e  and p u b l i c  s e l f  c on s c i ous ne s s  s u b - s c a l e s  in t h a t  i t  
does not  measure s i mpl y  a t endency  to f ocus  on some a s p e c t  of  t he  
s e l f .  I n s t e a d ,  i t  measures a p a r t i c u l a r  k i n d  of  r e a c t i o n  to be i ng  
f ocused on t he  s e l f ,  p a r t i c u l a r l y  t he  p u b l i c  s e l f .  S o c i a l  a n x i e t y  
pr esumabl y  d e r i v e s  f rom p u b l i c  s e l f  c o n s c i o u s n e s s ,  in t h a t  s o c i a l  
a n x i e t y  presumes an e x i s t a n c e  of  f ocus  on t he s e l f .  T h i s  
awar eness of  t he  p u b l i c  s e l f  i s  not  a s u f f i c i e n t  c o n d i t i o n  f o r  t he  
devel opment  of  s o c i a l  a n x i e t y .  The r e  must a l s o  be a sense of  
a p p r e h e n s i v e n e s s  over  be i ng  e v a l u a t e d  by t he  pe o p l e  in o n e ' s  
^ o c i a l  c o n t e x t .
Buss e x t r a p o l a t e s  f rom r e s e a r c h  to suggest  t h a t  p u b l i c  s e l f  
c onsc i ousne ss  i s  l i n k e d  to sour ces  of  s e l f  es t eem.  Appear anc e  and 
b e h a v i o u r a l  s t y l e  shoul d  be a c r u c i a l  sour ce  of  s e l f  est eem f o r  
t hose  who a r e  h i gh in p u b l i c  s e l f  c o n s c i o u s n e s s .  To be r e g a r d e d  
as u n a t t r a c t i v e  or s o c i a l l y  i n e p t  must be a c r u e l  b l ow to t he s e l f  
est eem.  When such pe o p l e  a r e  p a r t i c u l a r l y  a t t r a c t i v e ,  a
s i g n i f i c a n t  p a r t  of  t h e i r  h i gh  s e l f  est eem d e r i v e s  f rom t h e i r  good 
l o o k s ,  but  as age " w i t h e r s "  t h e i r  b e a u t y ,  t h e i r  s e l f  est eem must
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drop a c c o r d i n g l y .  T h i s  s u g g e s t s ,  p e o p l e  who a r e  bot h  h i gh  in 
p u b l i c  s e l f  c on sc i ousne ss  and p h y s i c a l  u n a t t a c t i v e n e s s  w i l l  have a 
low s e l f  est eem f o r  t h e i r  c h r o n i c  s e l f  f ocus  c o n t i n u a l l y  remi nds  
them of  t h e i r  " f a i l i n g " .  For  peo p l e  low in p u b l i c  s e l f
c o n s c i o u s n e s s ,  a ppear ance  i s  a mi nor  sour ce  of  s e l f  es t eem,  f o r  
t hey t end not  to f ocus on t h i s  aspec t  of  t he s e l f .  T h e r e f o r e ,  
i n d i v i d u a l  d i f f e r e n c e s  in p u b l i c  s e l f  c onsc i ousne ss  p l a y  a r o l e  in 
t he  p s y c h o l o g i c a l  impact  of  a p p e a r a n c e .  The r e  a r e  c u l t u r a l  norms 
2 ) o r  p h y s i c a l  beaut y  and s t y l e  of  c l o t h e s  and few of  us can escape  
f rom t hese  s o c i a l  r e a l i t i e s .  Whet her  t hey  a r e  c r u c i a l  f o r  our
s e l f  est eem however  woul d seem to depend on p e r s o n a l i t y  t r a i t s ,
one of  whi ch i s  p u b l i c  s e l f  c o n s c i o u s n e s s .
Thus,  a measure of  s e l f  cons c i ous n e s s  i s i n c l u d e d  in t he  s t u d y .  
Once a g a i n ,  t he  r e l a t i o n s h i p  a ppear s  to be c i r c u l a r  i n c a u s a l i t y .  
Not  onl y  do peop l e  low in s e l f  est eem seem to be h i gh  in p u b l i c
s e l f  consc i ousne ss  as s ugges t ed  by Cooper  smi t h  and not ed  b e f o r e ,
but  a l s o  t h i s  c o n t i n u a l  f ocus  on t he s e l f  as a s o c i a l  o b j e c t ,
p a r t i c u l a r l y  t he  body i mage,  w i l l  t hen have c o r r e s p o n d i n g l y
d e t r i m e n t a l  e f f e c t s  upon s e l f  est eem ( B u s s ) .  However ,  i t  i s
pr oposed t h a t  s e l f  c o n s c i ous ne s s  can be seen as a m e d i a t i n g  f a c t o r  
between s e l f  est eem and body i mage.  Poor  body image may not
n e c e s s a r i l y  mean a poor s e l f  es t eem,  but  where a per son i s h i gh in 
p u b l i c  s e l f  consc i ounes s  t h i s  r e l a t i o n s h i p  i s  more l i k e l y .
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S i g n i f i c a n t  l i f e  change e v e n t s  were once seen as ha v i ng  a d i r e c t  
impact  upon p h y s i c a l ,  s o c i a l  and e m o t i o n a l  f u n c t i o n i n g .  More  
r e c e n t l y  B i l l i n g s  and Moos ( 1 9 8 1 )  have exami ned t he  r o l e  of  an 
i n d i v i d u a l ' s  cop i ng r esponses  in a s i g n i f i c a n t  m e d i a t i n g  i n f l u e n c e  
i n the r e l a t i o n s h i p .  What i s  i m p o r t a n t  i s  t he i n d i v i d u a l ' s
a p p r a i s a l  of  and r esponse  t o s p e c i f i c  l i f e  e v e n t s .  Thus i t  i s
suggest ed  t h a t  t he same h o l d s  t r u e  f o r  t he  r e l a t i o n s h i p  bet ween
^ t r e s s  and p s o r i a s i s ,  whe t her  f o r  a e t i o l o g y  or in f l a r e - u p .  
B i l l i n g s  and Moos suggest  a d e s c r i p t i v e  c l a s s i f i c a t i o n  scheme f o r  
cop i ng  r e s p o n s e s .
( 1 )  A c t i v e  c o g n i t i v e  -  a t t e m p t s  t o change o n e ' s  a p p r a i s a l  of  t he  
s t r e s s f u l n e s s  of  t he  e v e n t .
( 2 )  A c t i v e  B e h a v i o u r a l  Copi ng -  Ov e r t  b e h a v i o u r a l  a t t e m p t s  t o  dea l  
d i r e c t l y  w i t h  t he  pr ob l em and i t s  e f f e c t s .
( 3 )  Avo i dance  -  a t t e m p t s  t o a v o i d  a c t i v e l y  c o n f r o n t i n g  t h e  pr ob l em  
p r  to i n d i r e c t l y  reduce e mo t i o n a l  t e n s i o n  by such b e h a v i o u r s  as
smoki ng.
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( 1 )  Pr ob l em -  M o d i f y i n g  or e l i m i n a t i n g  sou r es  of  s t r e s s  by pr obl em  
s o l v i n g .
( 2 )  Emot i on -  B e h a v i o u r a l  or c o g n i t i v e  r esponses  t h a t  manage 
e mo t i o n a l  consequences .
Based on t h i s  d e s c r i p t i v e  c l a s s i f i c a t i o n  i s  a q u e s t i o n n a i r e  t h a t  
i s d e s c r i b e d  more f u l l y  in t he  met hodol ogy  s e c t i o n .  Resear ch  
( B i l l i n g s  and Moos 1981)  us i ng  t he q u e s t i o n n a i r e  d e mo n s t r a t e d  t he  
^ i n t e r c o r r e l a t i o n s  bet ween methods of  c o p i n g ,  and f ocuse s  of  cop i ng  
a r e  low and t h e r e f o r e  each method and each f ocus a r e  i n d e p e n d e n t .  
Resear ch ( B i l l i n g s  and Moos 1981)  s u gges t s  t h a t  where t h e r e  a r e  
h e a l t h  r e l a t e d  pr ob l ems ,  peo p l e  t end t o use f ewer  p r o b l e m - f o c u s e d  
and more e m o t i o n - f o c u s e d  ways,  w h i l s t  methods a r e  l ess  a c t i v e  and 
t a s k  o r i e n t e d .  Resear ch  a l s o  suggest s  t h a t  where t h e r e  i s  more 
r e l i a n c e  on a c t i v e  a t t e m p t s  to dea l  w i t h  an event  and f ewer  
a t t e m p t s  to a v o i d  d e a l i n g  w i t h  i t ,  t h e r e  i s l e s s  a s s o c i a t e d
s t r e s s .  T he r e  a r e  a l s o  sex d i f f e r e n c e s  i n t he  use of  methods and 
p o c u s .  Women t end to be more e m o t i o n a l l y  r e s p o n s i v e ,  men more 
a n a l y t i c  and t a s k  o r i e n t e d ,  a l t h o u g h  use l ess  a c t i v e  b e h a v i o u r a l  
and a v o i d a n c e  met hods.
T h i s  d i s c u s s i o n  l eads  us t o make s e v e r a l  s u g g e s t i o n s .  P s o r i a s i s
can be seen as a l i f e  event  whi ch may cause c o n s i d e r a b l e
p s y c h o l o g i c a l  and s o c i a l  s t r e s s  p a r t i c u l a r l y  as a per son c o n f r o n t s  
t he i mpact  of  d i a g n o s i s .  However ,  i t  i s  t he  r esponse  of  t he  
i n d i v i d u a l  to cop i ng w i t h  t he  p s o r i a s i s  and i t  pr ob l ems t h a t  
i n f l u e n c e s  how much s t r e s s  t he  c o n d i t i o n  a c t u a l l y  c a u s e s .  S i n c e
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s t r e s s  and a n x i e t y  have been shown to have a d e t r i m e n t a l  e f f e c t  
upon s e l f  es t eem,  ways of  r e s po nd i ng  t o s t r e s s  t h a t  do not  reduce
that -  s t r e s s  w i l l  mean a per son may have a r e s u l t a n t  poor s e l f
est eem.  I t  a l s o  f o l l o w s  f r om t he  d i s c u s s i o n  t h a t  p e o p l e  who use 
more emot i on f ocused ways of  cop i ng  and a v o i d a n c e  methods w i l l  not  
reduce s t r e s s  and t h e i r  a n x i e t y  a p p r o p r i a t e l y  and t h i s  may 
t h e r e f o r e  have a d e t r i m e n t a l  e f f e c t  upon t he cour se  of  t h e i r  
p s o r i a s i s .  T h i s  does not  i mpl y  t h a t  i t  i s  t he s t r e s s  i t s e l f  but
2 ) he r e s o u r c e s  t h a t  a per son  has to cope w i t h  t h a t  s t r e s s  t h a t
i n f l u e n c e s  t he  number,  l e n g t h  and f r e q u e n c y  of  r e m i s s i o n s .
1 .7  £SQHIA£IS^_BQDÏ«IMAi2E_Ablû_££L£_£SI£EM
The u n s i g h t l y  and c a p r i c i o u s  n a t u r e  of  t he d e r m a t o l o g i c a l  
c o n d i t i o n  p s o r i a s i s  s u g ge s t s  t h a t  i t s  e f f e c t  on a p p e a r a n c e  w i l l  
e f f e c t  an i n d i v i d u a l ’ s s e l f  est eem and body image as w e l l  as 
i n t e r a c t i o n  w i t h  o t h e r s .  C h a r a c t e r i s t i c s  such as an u n s i g h t l y  
s k i n  may make an i n d i v i d u a l  f e e l  i n f e r i o r  in one d i me n s i o n ,  and 
p h i s  may be g e n e r a l i s e d  t o h i s  e n t i r e  p e r s o n .  Wi d e l y  h e l d  n o t i o n s  
in s o c i e t y  r e g a r d i n g  h e a l t h ,  b e a u t y ,  c l e a n l i n e s s ,  and g e n e r a l  
p h y s i c a l  a ppear ance  c o m p l i c a t e  an i n d i v i d u a l ' s  p s y c h o s o c i a l  
a d j u s t me n t  t o p s o r i a s i s .  I t s  v i s i b i l i t y  p r e v e n t s  t he  deve l opment  
of  normal  i n t e r a c t i o n .  Wi t h  a b e t t e r  u n d e r s t a n d i n g  of  De r ma t o l ogy  
p a t i e n t s ,  and t h e i r  c o n c e r n s ,  h e a l t h  p r o f e s s i o n a l s  can p r o v i d e  
o p p o r t u n i t i e s  f o r  them t o m a i n t a i n  s e l f  est eem and to shar e  t hose  
a s p e c t s  of  t he  i l l n e s s  t h a t  g e n e r a t e  a n x i e t y .  They can a l s o  be 
g i v e n  he l p  w i t h  t he a d j u s t m e n t  to t h e i r  c o n d i t i o n .  However ,  not
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a l l  p a t i e n t s  have p s y c h o s o c i a l  pr obl ems i n d i c a t i n g  t h e r e  i s a need 
to assess  each i n d i v i d u a l ' s  r e a c t i o n  and a d j u s t me n t  l e v e l s .  T h i s  
i s  what  t he  st udy ai ms to do I by e x a mi n i ng  a l a r g e  number of  
p s o r i a s i s  p a t i e n t s ,  a g e n e r a l  p s y c h o l o g i c a l  p r o f i l e  can be 
d e s c r i b e d  a l ong  w i t h  how i t  v a r i e s  and i s  in i t s e l f  v a r i e d  by 
i n d i v i d u a l  c h a r a c t e r s i t i c s  and t he v a r i a t i o n  in t he  c o n d i t i o n  of  
p s o r i a s i s  i t s e l f .
T h i s  l eads  us to suggest  not  c au sa l  h y p o t h e s e s ,  but  to make 
'— \
eVer a  1 p r o p o s a l s  about  t he  way t he  v a r i a b l e s  i d e n t i f i e d  in t h i s  
d i s c u s s i o n  may var y  w i t h  each o t h e r .
G e n e r a l l y ,  w i t h i n  p s y c h o l o g i c a l  r e s e a r c h ,  t he  r e l a t i o n s h i p  bet ween  
s e l f  est eem and body image has been n e g l e c t e d  ( B e r s c h e i d  et  a l ,  
1 9 7 3 ) .  A d d i t i o n a l l y ,  t he  body image concer ns  f o r  p s o r i a s i s  
p a t i e n t s ,  and t he c o n s e q u e n t i a l  e f f e c t s  upon s e l f  est eem have  
r e c e i v e d  l i t t l e  a t t e n t i o n .
( 1 )  P s o r i a s i s  f l a r e s .  The s e v e r i t y  of  t he  f l a r e  can be measured  
o b j e c t i v e l y  and q u a n t i f i e d .  The e x t e n t  of  i n v o l v e me n t  can a l s o  be 
p s t i m a t e d  by a h e a l t h  p r o f e s s i o n a l  i n v o l v e d  w i t h  t he  p a t i e n t .  
T h i s  can a l s o  be used to a s c e r t a i n  t he  v i s i b i l i t y  of  t he  
p s o r i a s i s .  S e v e r i t y ,  e x t e n t  of  i n v o l v e me n t  and v i s i b i l i t y  a r e  a l l  
exp e c t e d  t o e f f e c t  t he  p s y c h o l o g i c a l  i mp a c t .  Se v e r e  and v i s i b l e  
p s o r i a s i s  w i t h  a l a r g e  e x t e n t  of  i n v o l v e me n t  i s  e x p e c t e d  to  
c o r r e l a t e  w i t h  poor body image and poor  s e l f  est eem.
( 2 )  The d i s c r e p e n c y  bet ween t he  o b j e c t i v e  e s t i m a t e  of  
e x t e n t / i n v o l v e m e n t  and t he  s u b j e c t i v e  e s t i ma t e ,  of  e x t e n t  w i l l  var y  
w i t h  body image and s e l f  es t eem.  A n e g a t i v e  d i s c r e p e n c y ,  t h a t  i s
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t he  p a t i e n t  u n d e r e s t i m a t e s  t he  e x t e n t  of  i n v o l v e me n t  may i n d i c a t e  
t h a t  a p a t i e n t  w i l l  have a good body image and good s e l f  est eem.  
A p o s i t i v e  d i s c r e p e n c y ,  t h a t  i s t he p a t i e n t  o v e r e s t i m a t e s  t he  
e x t e n t  of  i nv o l v e me nt  may i n d i c a t e  poor  s e l f  image and poor s e l f  
est eem.
( 3 )  Body c a t h e x i s ;  body p a r t s  a t t r a c t i v e n e s s  and body p a r t s  
e f f e c t i v e n e s s  shoul d  p r o v i d e  an o v e r a l l  measure of  body image.  
They shoul d  a l l  be h i g h l y  r e l a t e d  to one a n o t h e r .
"^(4)  A d e t r i m e n t a l  impact  on body image shoul d  cause a d e t r i m e n t a l  
i mpact  on t he  s e l f  es t eem.
( 5 )  Where body image and s e l f  est eem do not  appear  t o be r e l a t e d
in terms of  d e t r i m e n t a l  i mp a c t ,  s u b j e c t s  a r e  e x p e c t e d  t o be low in
p u b l i c  s e l f  c o n s c i o u s n e s s ,  low i n s o c i a l  a n x i e t y ,  a pr obl em  
f ocused appr aoch or r esponse  t o s t r e s s  and more a c t i v e  c o g n i t i v e  
and b e h a v i o u r a l  r esponses  to s t r e s s .
( 6 )  Ther e  a r e  s e v e r a l  e x p e c t e d  sex d i f f e r e n c e s
( a )  The i mpact  of  p s o r i a s i s  upon f e m a l e ' s  body image i s  exp e c t e d  
^ o  be g r e a t e r  t han t he  e f f e c t  f o r  ma l e s .
( b )  C o n s i d e r i n g  t he r e l a t i o n s h i p  bet ween body image and s e l f  
est eem,  body p a r t s '  a t t r a c t i v e n e s s  f o r  f e ma l e s  i s  e x p e c t e d  to 
c o n t r i b u t e  more to t h i s  r e l a t i o n s h i p  t h a t  body p a r t s '
e f f e c t i v e n e s s .  The r e l a t i o n s h i p  i s e x p e c t e d  to be r e v e r s e d  f o r  
mal es .
( c )  Ma l es  a r e  e x p e c t e d  to use more pr ob l em f o c u s e d ,  a c t i v e
c o g n i t i v e  and a c t i v e  b e h a v i o u r a l  methods as r esponses  to cop i ng  
w i t h  s t r e s s .
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2 . 1 QjBsian
The des i gn  of  t h i s  r e s e a r c h  s t udy i s  d e s c r i p t i v e  and a n a l y t i c a l .  
The s t udy  aims to p r o v i d e  a d e s c r i p t i v e  e x a m i n a t i o n  of  t he  
p s y c h o l o g i c a l  impact  of  t he  d e r m a t o l o g i e  c o n d i t i o n ,  p s o r i a s i s .
T h i s  st udy i s  a l s o  ve r y  much " p i l o t "  in n a t u r e .  A t t e m p t i n g  to
a s c e r t a i n  f e a s i b i l i t y  of  a d m i n i s t r a t i o n  and r e l e v a n c e  of  t he  
i et  y of  s e l f  r e p o r t  measur es ,  t h a t  may be in t he f u t u r e  he l p  us 
to i d e n t i f y  not  on l y  p s o r i a s i s  p a t i e n t s  but  a l s o  p a t i e n t s  w i t h  
o t h e e r  c h r o n i c  c o n d i t i o n s  t h a t  a r e  p a r t i c u l a r l y  s u s c e p t i b l e  to  
p s y c h o l o g i c a l  consequences .  A r e v i e w  of  bot h t he  t h e o r e t i c a l  and 
e m p i r i c a l  l i t e r a t u r e  has sugges t ed  a number of  v a r i a b l e s  t h a t  
woul d be i mp o r t a n t  to s t udy  i n a s c e r t a i n i n g  t he p s y c h o l o g i c a l  
p r o f i l e  of  a f f e c t e d  s u b j e c t s ,  and s u gges t s  a number of  i n s t r u m e n t s  
t h a t  may be s u i t a b l e  f o r  meas ur i ng  t hese  v a r i a b l e s .  The c h o i c e  of  
measurement  i n s t r u me n t  i s  e x p l a i n e d  in more d e t a i l  l a t e r  in t h i s  
- ^ s e c t i o n .  The v a r i a b l e s  a r e  l i s t e d  be l ow:
( 1 )  Gender
( 2 )  Age a t  onset  of  p s o r i a s i s
( 3 )  Lengt h  of  t i me  s i n c e  o n s e t / d i a g n o s i s
( 4 )  Lengt h  of  t i me  s i n c e  f l a r e - u p  ( o r  c l e a r )
( 5 )  D e r m a t o l o g i s t  s e v e r i t y  e s t i m a t i o n
( 6 )  D e r m a t o l o g i s t  a c t i v i t y  e s t i m a t e
( 7 )  P a t i e n t  a c t i v i t y  e s t i m a t e
( 8 )  Body c a t h e x i s  (body image s a t i s f a c t i o n )
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( 9 )  S e l f  c a t h e x i s  ( s a t i s f a c t i o n  w i t h  t he  s e l f  -  s e l f  est eem)
( 1 0 )  Body P a r t s  a t t r a c t i v e n e s s
( 1 1 )  Body P a r t s  e f f e c t i v e n e s s
( 1 2 )  S e l f  c onsc i ousne ss
( 1 3 )  Ways of  Copi ng
The f i r s t  f o u r  were c o l l e c t e d  by i n t e r v i e w  or by c h e c k i n g  me d i c a l  
r e c o r d s .  Ot her  demogr aphi c  da t a  was a l s o  c o l l e c t e d  ( a g e ,  number  
of  a d mi s s i ons  to h o s p t i a l  f o r  p s o r i a s i s ,  and i f  t he  t ype  of  
3 ^ ' e a t m e n t  was PUVA) .  The a n a l y t i c a l  p a r t  of  t h i s  s t udy  compared  
t he  s t a t i s t i c a l  means of  i n s t r u m e n t s  used to measure a s p e c t s  of  
body image,  s e l f  est eem and r e l a t e d  v a r i a b l e s  of  s e l f  
cons c i ous ne s s  and t he  c op i ng  r esponses  of  p a t i e n t s  in f a c i n g  
s t r e s s .  Sub- sampl es  of  p a t i e n t s '  means or measures were a l s o  
compared to see i f  t hey  d i f f e r e d  s i n g i f i c a n t l y ,  t hus  s u g g e s t i n g  
d i f f e r e n c e s  f o r  exampl e bet ween mal e and f e m a l e ,  e a r l y  onset  of  
p s o r i a s i s  as opposed t o l a t e  onset  of  p s o r i a s i s ,  e t c .
2.2  SUBJECTS
- S u b j e c t s  were drawn f rom g e o g r a p h i c a l l y  d e f i n e d  a r e a s ,  ( S u n d e r l a n d  
and Durham D i s t r i c t  Hea t h  A u t h o r i t i e s ) ,  and i n t e r v i e w e d  a t  e i t h e r  
o u t p a t i e n t  c l i n i c s  or d u r i n g  a d mi s s i o n  to h o s p i t a l  f o r  i n p a t i e n t  
t r e a t m e n t .  A l l  s u b j e c t s  have a v a i l a b l e  t he same r ange of  
t h e r a p e u t i c  m o d a l i t i e s  and t r e a t m e n t s .  No newl y d i agnos ed  
p a t i e n t s  were s t u d i e d  and s u b j e c t s  w i t h  p s y c h i a t r i c  d i s o r d e r s  were  
a l s o  not  i n c l u d e d .
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2 .3  IÜE_SCALES
The b a t t e r y  i n c l u d e d  t he  f o l l o w i n g  i n s t r u m e n t s :
( 1 )  P s o r i a s i s  S e v e r i t y  S c a l e  (Baughman and S o b e l ,  1975)
( 2 )  P s o r i a s i s  i n v o l v e m e n t :  s i t e  and e x t e n t  
Sfil l -E fiÊ ûJ ils -M fiasu jif iS
( 1 )  P s o r i a s i s  i n v o l v e m e n t :  s i t e  and e x t e n t
( 2 )  Body C a t h e x i s  S c a l e  ( Secor d  and J o u r a r d ,  1953)
) 3 )  S e l f  C a t h e x i s  S c a l e  ( Secor d  and J o u r a r d ,  1953)
( 4 )  Buss S e l f  Consc i ousness  Sc a l e  ( F e n i g s t e i n  Et  A l ,  1975)
( 5 ) i Body P a r t s  A t t r a c t i v e n e s s  Sc a l e  ( L e r n e r  Et  A l ,  1973)
( 5 ) i i Body P a r t s  E f f e c t i v e n e s s  S c a l e  ( "  " " ")
( 6 )  Ways of  cop i ng ( B i l l i n g s  and Moos,  1981)
The f u l l  b a t t e r y  can be seen in Appendi x  1.  The f o l l o w i n g
d i s c u s s i o n  d e s c r i b e s  each s c a l e  in more d e t a i l ,  d i s c u s s e s  t he  
r a t i o n a l e  beh i nd  t he  s e l e c t i o n  and p r e s e n t s  r e l i a b i l i t y  and 
v a l i d i t y  i n f o r m a t i o n  where i t  i s not  a l r e a d y  be i ng  d i s c u s s e d  i n  
- -sect  ion 1 .
I . 3 ( i ) ESQEIAS1S_SEYEEIII_SCALE
Deve l oped by (Baughman and S o b e l ,  1970)  t h i s  s c a l e  c o n s i s t s  of  23 
f e a t u r e s  of  p s o r i a s i s ,  whi ch a r e  c h a r a c t e r i s t i c  a c r o s s  t he  r ange  
of  s e v e r i t y .  D e r m a t o l o g i s t s  were asked t o i n d i c a t e  whi ch f e a t u r e s  
were p r e s e n t  f o r  each s u b j e c t  and a w e i g h t e d  mean,  based on t he  
degr ee  of  s e v e r i t y  t h a t  each i t em on t he  s c a l e  i s  t hought  t o  
i n d i c a t e ,  was c a l c u l a t e d  f o r  each s u b j e c t .  We i ght s  were t aken
f rom t he  Baughman and Sobel  s t u d y .  I n  t he  deve l opment  of  t he
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s c a l e ,  t he D e r m a t o l o g i s t s  a c t u a l l y  r a t e d  each i t em on t he  s c a l e ,  
a c c o r d i n g  to t he degr ee  of  s e v e r i t y  t h a t  each i t em i n d i c a t e d .
The . s c a l e  t h e r e f o r e  pr oduces  a n u me r i c a l  scor e  r e l a t e d  to t he  
s e v e r i t y  of  t he t o t a l  d i s e a s e  p r o c e s s .  I t  p r e s e n t s  a met hodol ogy  
by whi ch p s o r i a s i s  and o t h e r  c h r o n i c  d i s e a s e s  can be q u a n t i t a t e d  
by e s t a b l i s h i n g  and s c o r i n g  a taxonomy of  f e a t u r e s  as d e t e r mi n e d  
by D e r m a t o l o g i s t s .  I t  t ends  t o c o u n t e r a c t  t he  vagueness of
j udgement s such as " good" ,  " s e v e r e " ,  e t c .  I t  i s  p a r t i c u l a r l y  
A p p r o p r i a t e  f o r  a d i s e a s e  whi ch v a r i e s  g r e a t l y  in l o c a t i o n  and 
s e v e r i t y  of  s i g n s ,  symptoms and e f f e c t s  in t i m e ,  and cou l d  be 
p a r t i c u l a r l y  u s e f u l  in p e r s p e c t i v e  s t u d i e s  over  a p e r i o d  of  t i m e .  
I t  i s de s i gned  to be an o b j e c t i v e  d e t e r m i n a t i o n  of  s e v e r i t y  r a t h e r  
t han a s c a l e  f i l l e d  i n by t he s u b j e c t  t h e m s e l v e s .  Lack of  
f a m i l i a r i t y  w i t h  some f e a t u r e s  as w e l l  as a d i f f e r e n c e  of  o p i n i o n  
as to what  i s  c o n s i d e r e d  an i n d i c a t i o n  of  s e v e r i t y  woul d make t h i s  
d i f f i c u l t .  I n  p a r t i c u l a r ,  t he  s t udy r e q u i r e s  an o b j e c t i v e  measure  
of  s e v e r i t y  in o r der  t o  exami ne t he  p s y c h o l o g i c a l  i mpact  of  t h i s  
^ a s p e c t  of  t he  c o n d i t i o n .
2 . 3 ( i i ) ESQEIASIS-INMQLMEMEMI
I n f o r m a t i o n  about  t he e x t e n t  and s i t e  of  i n v o l v e me n t  was g a t h e r e d  
us i ng  human f i g u r e  o u t l i n e s .  D e r m a t o l o g i s t s  and s u b j e c t s  were  
asked to i n d i c a t e  on f r o n t  and back f i g u r e s  t he  a r e a s  and e x t e n t  
of  t hese  a r e a s  t h a t  were a f f e c t e d  by p s o r i a s i s .  Us i ng a g r i d  
s q u a r e ,  t he  p e r c e n t a g e  a r e a  of  body s u r f a c e  was c a l c u l a t e d .  The  
f i g u r e  was d i v i d e d  up i n t o  r e g i o n s  ( see  app e nd i x  2)  and t he  
p e r c e n t a g e  of  the p o r t i o n  c a l c u l a t e d  s e p a r a t e l y  so t h a t  where
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a r e a s  were i n d i c a t e d  as be i ng g e n e r a l l y  i n v o l v e d  ( e g ,  f a c e )  a 
s t a n d a r d  p e r c e n t a g e  s co r e  cou l d  be a l l o c a t e d  ( e g .  5% f o r  t he
face. )  . The l i n e s  of  d e m a r c a t i o n  of  t he  r e g i o n s  of  t he  body and
t he  p e r c e n t a g e  a r e a s  were drawn f rom Lund and Browder  ( 1 9 4 4 ) .
The v i s i b i l i t y  of  t he  p s o r i a s i s  was a l s o  d e t e r m i n e d  f rom t he  
D e r m a t o l o g i s t s '  S c a l e .  Usi ng t he  same b o d i l y  d i v i s i o n s ,  t he  
f o l l o w i n g  a r e a s  were d e s i g n a t e d  as be i ng  " v i s i b l e " : -  
S c a l p ,  f a c e ,  neck ,  arms ( l o w e r  and u p p e r ) ,  l ower  l e g ,  hands,
O'STïi'ÎS.
For  each p a t i e n t ,  two p e r c e n t a g e  scor es  were o b t a i n e d
( D e r m a t o l o g i s t  and s u b j e c t ) .  A d i s c r e p e n c y  scor e  c o u l d  t hen be 
c a l c u l a t e d  and used i n f u r t h e r  a n a l y s i s .
2 . 3 ( i i i ) BQDï_GAIWEXiS_AWD_5ELE_CAIWE%lS
To measure body image s a t i s f a c t i o n  s co r e  and s e l f  es t eem,  t he  Body 
C a t h e x i s  -  S e l f  C a t h e x i s  (BC-SC)  S c a l e  d ev e l o ped  by Secor d and 
J o u r a r d  was used.  The t er m c a t h e x i s  means t he deg r e e  of  f e e l i n g  
of  s a t i s f a c t i o n  or d i s a t i s f a c t i o n  one f e e l s  w i t h  v a r i o u s  p a r t s  of  
^ h e  body or c o n c e p t u a l  a s p e c t s  of  t he  s e l f .  Of  t he  numerous  
methods pr oposed in t he  l i t e r a t u r e  to measure body i mage,  t he  BC-  
SC S c a l e  was found t o be t he most  a p p r o p r i a t e  f o r  t he  f o l l o w i n g  
r e a s o n s : -
( 1 )  I t  i s  e a s i l y  u n d e r s t o o d .
(2 )  I t  can be compl e t ed  by a p a t i e n t  in a s h o r t  p e r i o d  of  t i m e .
(3 )  I t  has been proven t o be n o n - s t r e s s f u 1 t o r e s p o n d e n t s .
( 4 )  I t  i s  a r e l i a b l e  i n s t r u me n t  whi ch measures t he  s t r e n g t h  and
d i r e c t i o n  of  p a t i e n t s '  f e e l i n g s  about  each of  t he v a r i o u s  p a r t s  or
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f u n c t i o n s  of  h i s  or her  body,  as w e l l  as r e v e a l i n g  v a r i o u s  
concept ua  a s p e c t s  of  t he p a t i e n t ' s  s e l f .  F u l l  e x a m i n a t i o n  of  t he  
s u i t a b l i t y ,  r e l i a b i l i t y  and v a l i d i t y  of  t h i s  i n s t r u me n t  has
a l r e a d y  been d i s c us s e d  in s e c t i o n  1.
The BC-SC S c a l e  i s des i gn e d  to r a t e  p a t i e n t s '  f e e l i n g s  about  t he  
40 body p a r t s  or f u n c t i o n s  and 56 v a r i o u s  a s p e c t s  of  t he s e l f .  
P a t i e n t s  were asked t o respond by g i v i n g  t h e i r  f e e l i n g s  on each 
aspec t  as r a t e d  by t he  f o l l o w i n g  f i v e  p o i n t  L i k e r t - T y p e  S c a l e .
each i t em t he p a t i e n t  was asked to i n d i c a t e  whi ch of  t he
f o l l o w i n g  c h o i c e s  most c l o s e l y  d e s c r i b e s  h i s  f e e l i n g s  about  t h a t
aspec t  of  t he  body or t he  s e l f :
( 4 )  S t r ong  p o s i t i v e  f e e l i n g s !  ver y  s a t i s f i e d
( 3 )  P o s i t i v e  f e e l i n g s !  s a t i s f i e d
( 2 )  I have no f e e l i n g  one way or t he  o t h e r  or i n b e t w e en
( 1 )  N e g a t i v e  f e e l i n g s !  d i s s a t i s f i e d
( 0 )  S t r o n g  n e g a t i v e  f e e l i n g s !  ver y  d i s s a t i s f i e d
A body image scor e  f o r  each s u b j e c t  was o b t a i n e d  by summing t he  
g a t i n g s  f o r  each i t em on t he Body C a t h e x i s  Sc a l e  and o b t a i n i n g  a 
mean s c o r e .  A h i gh mean scor e  i n d i c a t e d  t h a t  t he  per son possessed
a s t r o n g ,  sec ur e  body image c o n c e p t .  C o n v e r s e l y  a low mean scor e
i n d i c a t e d  a weakened,  i n s e c u r e  body image c o n c e p t .  S i m i l a r l y ,  a
s e l f  c a t h e x i s  ( s e l f  es t eem)  scor e  was o b t a i n e d  f o r  each s u b j e c t .
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To measure t h i s  a s p e c t  of  body i mage,  t he  Body P a r t s  
A t t r a c t i v e n e s s  and t he Body P a r t s  E f f e c t i v e n e s s  S c a l e s  dev e l o ped  
in a s e r i e s  of  s t udy by L e r n e r  Et  Al  (1973,* 1974, '  1976)  were  
empl oyed.  Each s c a l e  c o n s i s t s  of  t he  same 26 body p a r t s  ( ones  
t h a t  a r e  a l s o  exami ned in t he  BC S c a l e ) .  The f i r s t  s c a l e  r e q u i r e s  
s u b j e c t s  to r a t e  f o r  t h e i r  own body how a t t r a c t i v e  t hey  f e e l  each  
p a r t  i s .  The i n s t r u m e n t  uses a f i v e  p o i n t  L i k e r t - T y p e  Sc a l e  
0 " a n g i n g  f rom 0 = ver y  a t t r a c t i v e  to 4 = ver y  u n a t t r a c t i v e .  The 
s c a l e  i s  a r e v e r s e  of  p r e v i o u s  s c a l e s  in an a t t e m p t  t o r educe  
r e s p o n s e - s e t  b i a s e s ,  and i t em r a t i n g s  were r e v e r s e d  f o r  s c o r i n g .  
The second s c a l e  was s i m i l a r l y  des i gn ed  us i ng  a f i v e  p o i n t  L i k e r t -  
Type S c a l e  ( 0  = ver y  e f f e c t i v e  to 4 = ver y  i n e f f e c t i v e ) .  S u b j e c t s
were asked t o r a t e  how e f f e c t i v e  each p a r t  of  t he  body i s in
ever  yday l i f e .
S c a l e s  were m a i n l y  d e v e l o pe d  us i ng  c o l l e g e  s u b j e c t s ,  and a l t h o u g h  
t h e r e  i s  not  a g r e a t  dea l  of  r e l i a b i l i t y  and v a l i d i t y  da t a
p u b l i s h e d ,  s c a l e  i t ems have h i gh  f a c e  v a l i d i t y .  Body p a r t s  
a t t r a c t i v e n e s s  scor es  and body p a r t s  e f f e c t i v e n e s s  sco r e s  were
c a l c u l a t e d  in t he same manner as t he  Body C a t h e x i s  and S e l f
C a t h e x i s  Scale, '  t h a t  i s  a mean r a t i n g  s c o r e .  T h i s  e n a b l e s  t he  
scor es  to be compared d i r e c t l y  w i t h  s c o r e s  f rom o t h e r  s c a l e s  used  
in t he  s t u d y .
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The r a t i o n a l e  f o r  t h e  s e l e c t i o n  o f  t h i s  s c a l e  has a l r e a d y  been
d i s c u s s e d  in t he  i n t r o d u c t i o n .  The S e l f  Consc i ousness  Sc a l e
u s u a l l y  y i e l d s  t h r e e  measur es .
( 1 )  P r i v a t e  s e l f  c on s c i o u s n e s s s
( 2 )  P u b l i c  s e l f  c on s c i ous ne s s
( 3 )  S o c i a l  a n x i e t y
These a r e  measured by s e p a r a t e  i t ems as i l l u s t r a t e d  in Appendi x  
2 ^ . I t  c o n s i s t s  of  23 i t ems  r a t e d  on a f i v e  p o i n t  s c a l e ,  r a n g i n g
f rom 0 = e x t r e m e l y  u n c h a r a c t e r i s t i c  to 4 = e x t r e m e l y
c h a r a c t e r i s t i c .  Thr ee  i t ems  a r e  r e v e r s e d  and r a t i n g s  r e v e r s e d  f o r  
s c o r i n g .  The a p p r o p r i a t e  i t ems a r e  summed f o r  each s u b - s c a l e  and 
a mean r a t i n g  scor e  o b t a i n e d  t hus p r o d u c i n g  t h r e e  s e p a r a t e  scor e s
f o r  each sub j e c t .
2 . 3 ( V i ) WAÏS_QE_£QEINE
T h i s  i s  a 19 i t em s c a l e  de v e l o pe d  by B i l l i n g s  and Moos ( 1 9 8 1 )  t h a t  
ask s u b j e c t s  to i n d i c a t e  t he  methods and f ocuses  of  cop i ng  w i t h  
^ h e  s t r e s s  t h a t ,  i n t h i s  case P s o r i a s i s  causes them.  The p o s s i b l e  
r esponses  w e r e : -
0 = Al most  never
1 = Somet i mes
2 = I nbe t ween
3 = O f t e n
4 = Al most  a l ways
The i t ems were de s i gned  to i n d i c a t e  t he  method of  c op i ng  ( a c t i v e  
-  c o g n i t i v e !  a c t i v e  -  b e h a v i o u r a l  and a v o i d a n c e )  and t he  f ocus of
copi ng ( p r o b l e m or e mo t i o n )  a s u b j e c t  h a b i t u a l l y  uses.  The 
breakdown of  i t ems f o r  t he  d i f f e r e n t  s u b - s c a l e s  a r e  shown in 
Appendi x  4.  S u b - s c a l e s  a r e  c a l c u l a t e d  by summing t he  ass i g n e d  
r a t i n g  v a l u e .  For  f u r t h e r  a n a l y s i s ,  method and f ocus  of  cop i ng  
were d e t e r mi n e d  f o r  each s u b j e c t  a c c o r d i n g  to t he a p p r o p r i a t e  sub­
s c a l e  w i t h  t he  h i g h e s t  s c o r e .
B i l l i n g s  and Moos r e p o r t  t h a t  i n t e r n a l  c o n s i s t e n c y  f o r  each  
c a t e g o r y  i s  h i gh  and i n t e r c o r r e l a t i o n s  bet ween sub - g r ou ps  a r e  low 
( A u g g e s t  i ng t h a t  t hey  a r e  i n d e p e n d e n t .  The i t  ems were i d e n t i f i e d  
a c c o r d i n g  t o  p r e v i o u s  c o n c e p t u a l  and e m p i r i c a l  l i t e r a t u r e  ( L a z e r u s  
1 9 8 0 ) .  I n t e r n a l  c o n s i s t e n c i e s  have a l s o  been r e p o r t e d  f o r  each  
s u b - s c a l e !  0 . 7 2  ( a c t i v e - c o g n i t i v e  s c a l e ) ,  0 . 3  ( a c t i v e  
b e h a v i o u r a l  s c a l e ) ,  0 . 4 4  ( a v o i d a n c e  s c a l e )  w i t h  a t o t a l  o v e r a l l  
i n t e r n a l  c o n s i s t e n c y  of  0 . 6 2 .  Once a g a i n ,  t he r a t i o n a l e  f o r  t he  
i n c l u s i o n  of  t h i s  s c a l e  in t he  s t udy  has been d i s c u s s e d  in t he  
i n t r o d u c t o r y  s e c t i o n .
2 .4  EEQCEDUEE
p a t i e n t s  were appr oached on an i n d i v i d u a l  b a s i s  as t hey  a r r i v e d  
f o r  o u t p a t i e n t  a p p o i n t m e n t s  at  De r ma t o l o g y  C l i n i c s  or PUVA 
t r e a t m e n t  s e s s i o n s  or d u r i n g  a h o s p i t a l  s t a y .  To ens ur e  t h a t  each  
s u b j e c t  r e c e i v e d  t he  same i n f o r m a t i o n ,  s u b j e c t s  were p r o v i d e d  w i t h  
w r i t t e n  i n f o r m a t i o n  e x p l a i n i n g  t he pur pose of  t he  s t udy ( see  
Appendi x  5 ) .  P a t i e n t s  who agr eed  to t a k e  p a r t  s i g ne d  i n f o r m a l  
consent  f orms p r i o r  t o f u r t h e r  p a r t i c i p a t i o n .  No t ype  of  p r e s s u r e  
was a p p l i e d  to i nduce p a r t i c i p a t i o n .  S u b j e c t s  at  t he  c l i n i c  were  
g i v e n  t he  c ho i c e  of  t a k i n g  t he  q u e s t i o n n a i r e s  home and r e t u r n i n g
at  a l a t e r  da t e  or f i l l i n g  i t  i n w h i l s t  w a i t i n g  to see t he  
D e r m a t o l o g i s t ,  or w a i t i n g  f o r  t r e a t m e n t .  The l a t t e r  i s t he  
p r o c e dur e  t h a t  was enc our a ge d .  S u b j e c t s  in h o s p i t a l  were asked  
to f i l l - i n  t he  q u e s t i o n n a i r e  at  t h e i r  l e i s u r e  and t o l d  t h a t  t hey  
woul d be c o l l e c t e d  a few days l a t e r .  S u b j e c t s  were asked to f i l l  
t he q u e s t i o n n a i r e s  i n in c h r o n o l o g i c a l  o r d e r ,  but  t he  t i me  t aken  
coul d  not  be i n f l u e n c e d .  The q u e s t i o n n a i r e s  were numbered,  but  
not  t i t l e d  us i ng  t he  names ment i o ne d  i n t he  p r e v i o u s  s e c t i o n ,  so 
as not  t o  i n f l u e n c e  t he  way s u b j e c t s  f i l l e d - i n  q u e s t i o n n a i r e s .  
C l i n i c  s u b j e c t s  were p l a c e d  in a p r i v a t e  s e t t i n g .  A l l  s u b j e c t s  
were asked t o r ead t he  g e n e r a l  i n s t r u c t i o n s  and s e l f  e x p l a n a t o r y  
i n s t r u c t i o n s  g i v e n  f o r  each q u e s t i o n n a i r e .  The i mp or t a n c e  of  t h i s  
was s t r e s s e d ,  a l o n g  w i t h  t he  i mp o r t a n c e  of  f i l l i n g - i n  t he  
q u e s t i o n n a i r e  a c c o r d i n g  to t h e i r  own f e e l i n g s  and a n s we r i ng  a l l  
i t e ms .  C o n f i d e n t i a l i t y  and t he  anonymous n a t u r e  of  t he
q u e s t i o n n a i r e s  were a l s o  s t r e s s e d .  These v e r b a l  i n s t r u c t i o n s  were  
a l s o  i n c l u d e d  in t he  g e n e r a l  and s p e c i f i c  i n s t r u c t i o n s ,  but  i t  was 
f e l t  ne c e s s a r y  to emphasi se them to t r y  and a v o i d  s o c i a l l y  
d e s i r a b l e  r esponses  and t he  o t h e r  pr ob l ems a s s o c i a t e d  w i t h  s e l f
r e p o r t  measur es ,  as w e l l  as t r y i n g  to r educe  t he  l i k e l i h o o d  of  too
much mi s s i n g  d a t a .  The s u b j e c t s  were l e f t  to r ead and f i l l - i n  t he  
q u e s t i o n n i a r e s  by t h e ms e l v e s ,  but  h e l p  was a v a i l a b l e  i f  t hey  • 
needed to ask any f u r t h e r  q u e s t i o n s .
U n f o r t u n a t e l y ,  due to t he  l a r g e  number of  s u b j e c t s  and number of  
s e t t i n g s  i n v o l v e d ,  i t  was not  p o s s i b l e  t o ensur e  t h a t  t he
o b j e c t i v e  measures were f i l l e d - i n  by one per son ( whi ch woul d have
O
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ensur ed g r e a t e r  c o n s i s t e n c y ) .  However ,  w i t h i n  s e t t i n g s ,  the same 
o b s e r v e r s  were used.  At  t he  c l i n i c s ,  t he  D e r m a t o l o g i s t s  f i l l e d - i n  
t he q u e s t i o n n a i r e s  d u r i n g  t he c o n s u l t a t i o n .  O b j e c t i v e  measures  
f o r  i n p a t i e n t s  were f i l l e d - i n  a t  t he  t i me  t he  s u b j e c t s  were  
appr oached t o t a k e  p a r t  in t he s t u d y .  The c r o s s - s e c t i o n a l  n a t u r e  
of  t he  s t udy  r e q u i r e d  t h a t  t he  q u e s t i o n n a i r e s  and t he  o b j e c t i v e  
measures were f i l l e d - i n  a t  t he  same p o i n t  in t i m e .
The q u e s t i o n n a i r e s  were a d m i n i s t e r e d  over  a f our  month p e r i o d  at  
Dr yburn H o s p i t a l  and Su n d e r l a n d  Royal  I n f i r m a r y  O u t p a t i e n t  
C l i n i c s ,  Su n d e r l a n d  Royal  I n f i r m a r y  PUVA T r e a t me n t  C l i n i c s ,  and 
S u nde r l a nd  Royal  I n f i r m a r y  and C h e s t e r - 1 e - S t r e e t  Ge ne r a l  H o s p i t a l  
I n p a t i e n t s .  A u t h o r i t y  and a p p r o v a l  t o conduct  t h i s  s t udy  were  
o b t a i n e d  f r om t he  E t h i c s  Commi t t ees  a t  t he  U n i v e r s i t y  of  Ne wc a s t l e  
upon Tyne and N e wc a s t l e  D i s t r i c t  H e a l t h  A u t h o r i t y ,  and Durham 
H e a l t h  A u t h o r i t y  E t h i c s  Commi t t ee  b e f o r e  p a t i e n t s  were asked to  
p a r t i c i p a t e .
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3.1 IMIIAL-AblALïSIS
The f i r s t  s t ep  in a n a l y s i s  of  t he  d a t a  was t he  s c o r i n g  and 
c omp u t a t i o n  of  t he  r aw da t a  f rom t he  q u e s t i o n n a i r e s .  The 
f o l l o w i n g  v a r i a b l e s  were computed f o r  each c a s e : -  
( a ) Di££JL£££Bi:^
Usi ng t he  s c o r i n g  methods d e s c r i b e d  in t he  me t hodo l ogy ,  t he  
p e r c e n t a g e  of  t he body c ov er ed  by p s o r i a s i s  was c a l c u l a t e d .  T h i s  
pr oduced two scor es  f o r  each case:
( 1 )  " P e x t e n t " :  t he  p a t i e n t ' s  e s t i m a t e  or p s o r i a s i s  i n v o l v e m e n t .
( 2 )  " D e x t e n t " :  D e r m a t o l o g i s t ' s  e s t i m a t e  of  p s o r i a s i s  i n v o l v e m e n t .  
The d i s c r e p e n c y  scor e  f o r  each case c o u l d  t hen be c a l c u l a t e d !  
P e x t e n t  -  D e x t e n t .  A n e g a t i v e  scor e  t h e r e f o r e  i n d i c a t e d  t h a t  t he  
p a t i e n t  had u n d e r e s t i m a t e d  t he  a c t i v i t y ,  a p o s i t i v e  s c o r e ,  t h a t  
t hey had o v e r e s t i m a t e d .  These s c o r e s  were a d j u s t e d  so t h a t  t hey  
were a l l  p o s i t i v e  f o r  f u r t h e r  a n a l y s i s .
{ b ) E £ûL ias.i£_££ iiÊ jiiliL
I t ems on t he  P s o r i a s i s  Sc a l e  were scor e d  as e i t h e r  p r e s e n t  or not  
p r e s e n t .  Us i ng w e i g h t s  o b t a i n e d  f rom Baughman and Sobel  ( 1 9 7 0 )  
( see  a ppend i x  6 ) ,  a w e i g h t e d  s e v e r i t y  scor e  was o b t a i n e d  f o r  
each case .  The p o s s i b l e  range of  s e v e r i t y  was f rom 0 ( m i l d )  to 
1 1 5 . 7  ( s e v e r e ) .
( c ) E f iJ ü .C a i i l f iü is  
( d ) S £ll_C aijh£2 iis
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I t ems on a i l  q u e s t i o n n a i r e s  were scor ed as i n d i c a t e d  in t he  
met hodo l ogy .  A l l  s c a l e s  were a d j u s t e d  so t h a t  t he  r a t i n g  scor es  
were in t he same d i r e c t i o n .  A mean r a t i n g  sco r e  of  each s c a l e  was
t hen o b t a i n e d  f o r  each case and t he  word d i r e c t l y  compa r a b l e .  A
hi gh body c a t h e x i s  s co r e  i n d i c a t e d  good s a t i s f a c t i o n  w i t h  t he body 
image,  a good s e l f  c a t h e x i s  sco r e  i n d i c a t e d  s a t i s f a c t i o n  w i t h  the  
s e l f  or good s e l f  es t eem.  A h i gh body p a r t s  a t t r a c t i v e n e s s  scor e  
i n i d i c a t e d  a good s e l f  p e r c e p t i o n  of  body a t t r a c t i v e n e s s .  
S i m i l a r l y ,  a h i gh body p a r t s  e f f e c t i v e n e s s  scor e  suggest ed  good 
s e l f  p e r c e p t i o n  of  body e f f e c t i v e n e s s .  The r e v e r s e  a p p l i e s  to low 
s c o r e s !  a low body c a t h e x i s  scor e  i n d i c a t e s  poor s a t i s f a c t i o n  w i t h  
t he  body i mage,  a low s e l f  c a t h e x i s  scor e  s ugges t s  low s e l f  
est eem,  and s i m i l a r l y  f o r  body p a r t s  a t t r a c t i v e n e s s  and body p a r t s  
e f f e c t i v e n e s s  s c o r e s .  For  f u r t h e r  c a l c u l a t i o n ,  t he  top 20 scor es  
and t he  bot t om 20 s c o r e s ,  t aken  t o r e p r e s e n t  25% of  t he  p o p u l a t i o n
i n each case were e x t r a c t e d .
(  9  )  E M b l i £ _ £ £ l i _ E £ D £ £ j . £ M £ B £ £ £
( h )
The mean r a t i n g  scor e  was o b t a i n e d  f o r  each case us i ng t he  
a p p r o p r i a t e  i t ems f o r  each s u b - s c a l e ,  ( see  a p p e n d i x  3 ) .  For  
f u t h e r  a n a n l y s i s  t he  t op 20 s c or e s  were t aken  t o i n d i c a t e  h i gh  
p u b l i c  s e l f  c o n s c i o u s n e s s ,  and t he  bot t om 20 scor e s  were t aken  to 
i n d i c a t e  low p u b l i c  s e l f  c o n s c i o u s n e s s .  The same a p p l i e s  to 
s o c i a l  a n x i e t y  s u b - s c a l e .
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A l l  t he  above s u b - s c a l e s  were c a l c u l a t e d  f r om t he  Copi ng Response  
Q u e s t i o n n a i r e  us i ng  t he  a p p r o p r i a t e  i t e m s ,  ( see  ap p e nd i x  4 ) .  The 
score  once a g a i n  was a mean r a t i n g .  For  f u r t h e r  a n a n l y s i s  t he  
domi nant  method used was i d e n t i f i e d  as t he  one used on t he g r e a t e r  
number of  o c c a s i o n s ,  t h a t  i s  t he  h i g h e r  mean s c o r e .  Cases were  
grouped i n t o  e i t h e r  ( i )  Use of  t he  a c t i v e  c o g n i t i v e  or a c t i v e  
b e h a v i o u r a l  methods on a g r e a t e r  number of  o c c a s i o n s ,  or ( i i ) The  
use of  a v o i d a n c e  met hods .  The same method was used t o  i d e n t i f y  t he  
domi nant  f ocus  of  c o p i n g ,  e i t h e r  p r o b l em f ocus  or emot i on  f o c u s .  
1 b 1 _ Q B £ £ ±
The age at  onset  was a l s o  o b t a i n e d  by a s i mp l e  c a l c u l a t i o n  of  
"age" ( i n  y e a r s )  minus " d i a g n o s i s "  ( t h e  l e n g t h  of  t i me  in yea r s  
s i nc e  p s o r i a s i s  was f i r s t  d i a g n o s e d ) .
F r e q u e n c i e s ,  means,  maximum and minimum s c o r e s ,  and s t a n d a r d  
d e v i a t i o n s  were o b t a i n e d  f o r  each of  t he  above v a r i a b l e s .  I n  
p a r t i c u l a r  t h i s  was to check f o r  a b n o r m a l i t i e s  in t he  da t e  and t he  
t ype of  d i s t r i b u t i o n  f o r  f u r t h e r  a n a l y s i s .  These d e s c r i p t i v e  da t a  
were a l s o  o b t a i n e d  f o r  t he  f o l l o w i n g  v a r i a b l e s : -  
Sex
Age ( y e a r s )
V i s i b i l i t y  of  p s o r i a s i s
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PUVA T r e a t me n t
Lengt h of  t i me  s i n c e  d i a g n o s i s  of  c o n d i t i o n  ( y e a r s )
Lengt h of  t i me  s i n c e  onset  of  p r e s e n t  f l a r e - u p  ( mont hs)
De x t e n t  ( p e r c e n t a g e  of  body)
P e x t e n t  ( p e r c e n t a g e  of  body)
T a b l e  1 shows s u b j e c t  numbers,  means and i n f o r m a t i o n  about  sub­
gr oups .  Fr equency  gr aphs  and c ompl e t e  d e s c r i p t i v e  dat a  i s
d i s p l a y e d  in a p p e n d i x e s  7,  8,  9 and 10.  T h i s  b a s i c  a n a l y s i s
a l l o w s  a g e n e r a l  d e s c r i p t i o n  of  t he  t ype  of  p o p u l a t i o n  and t he  
v a r i a t i o n  i n t he  v a r i o u s  a s p e c t s .  T h i s  i n f o r m a t i o n  can be 
compared w i t h  p r e v i o u s  s t u d i e s .
The p o p u l a t i o n  exami ned appear s  to be f a i r l y  t y p i c a l  of  t he  t ype  
of  p a t i e n t  p r e s e n t i n g  t o O u t p a t i e n t  C l i n i c s .  The t a b l e  o v e r l e a f  
g i v e s  compar ab l e  f i g u r e s  f o r  age ,  age a t  o n s e t ,  d u r a t i o n ,
v i s i b i l i t y ,  and ge n de r .
One hundr ed and t en  b a t t e r i e s  were a d m i n i s t e r e d ,  t w e n t y - o n e
( 1 0 . 9 %)  wer e u n r e t u r n e d .  The r e m a i n i n g  sampl e i n c l u d e d  40 ( 4 4 . 9 %)  
mal es ,  and 4 9 ( 5 5 . 1 %)  f e m a l e s .  The age range was 1 6 - 7 5  y e a r s ,  
w i t h  a mean of  44 y e a r s .  79 . 8% of  s u b j e c t s  have v i s i b l e  p s o r i a s i s  
and t h e r e  was a f u l l  r ange of  s e v e r i t y  of  t he  c o n d i t i o n  ( 32
s u b j e c t s  were c l e a r ,  53 w i t h  r e c u r r e n c e s ) .  Onl y one p a t i e n t  had 
t he  maximum s e v e r i t y  scor e  ( 1 1 5 , 7 ) .  The r e s t  f e l l  be l ow a scor e  
of  64 w i t h  an a v e r a ge  of  2 3 . 2 ,  s u g g e s t i n g  t h a t  most p a t i e n t s  had 
m i l d  t o m o d e r a t e l y  s e v e r e  p s o r i a s i s .  The mean l e n g t h  of  t i me  
s i n c e  d i a g n o s i s  was 19 yea r s  but  r anged bet ween 1 - 6 2  y e a r s .  The 
mean age of  onset  was 2 5 . 8  y e a r s ,  but  t h e r e  was a l s o  a wi de r ange
TABLE 1 SUBJECT NUMBERS, MEANS AND INTOR^ATICW Œ  SUBGROUPS FOR VARIABLES
1
j VARIABLE N (89) X SUBGROUP OR RANGES
1
iSTD
|dev
! SEX
!
89 MALES = 40 (44.9%) FEMALES = 49 (55.1%)
1 AGE (YEARS)
1
I
88 RANGE = 16-75 16-25 = 8 36-45 = 15 
56-65 =17 26-35 = 18 
46-55 =19 66—75 = 6
14.96
VISIBILITY 88 NOT VISIBLE = 17 (19.1%) VISIBLE = 71 (79.8% ]
1
i PUVA
1
86 NOT BEING USED = 48 (53.9%) BEING USED =38
(42.7%)
1 DIAGNOSIS (YEARS)
1
81 19 RANGE = 1-62 (SINCE DIAGNOSIS OF CONDITION) 13.1
FLARE (MONTHS) 85 2.9 RANGE = 00-24 32 CLEAR OR CONTINUOUS (38%) 
• 53 WITH RECENT FLARE (62%) 4.1
DEXTENT (%) 77 18.4 6 FULLY CLEAR 1 TOTAL BODY SURFACE INVOLVED 25.7
PEXTENT (%) 89 22.4 2 FULLY CLEAR 1 TOTAL BODY SURFACE INVOLVED 30
ONSET (YEARS) 81 25.8 RANGE = 2-62 YEARS MODE = 18 YEARS 16.2
DISCREPANCY 77 1.8 RANGE = -68-71 (ADJUSTED FOR ANALYSIS BY 
ADDING 68) 20.3
SEVERITY 81 23.2 MODE =0.00 RANGE = 0-115.7 17.0
BODY CATHEXIS 87 2.58 RANGE 0.78-3.78 HIGH (GOOD) 2.95 
LOW (POOR) < 2.3 .534
SELF CATHEXIS 84 2.78 1
1
RANGE 0.85-3.87 HIGH (GOOD) >  3.12 
LOW (POOR) 4 2.44 .508
BODY PARTS ...
ATTRACTIVENESS
86 2.03 11
i
RANGE 0.58-3.88 HIGH (GOOD) > 2.29 
LOW (POOR) < 1.79 .577
BODY PARTS 
EFFECTIVENESS
86 2.02 }RANGE 0.25-4.00 HIGH (GOOD) > 2.33 
LOW (POOR) ^ 1.83 .593
3
TABLE 1 œNTINUED
PUBLIC SELF 
CONSCIOUSNESS
88 2.44 RANGE 0.29-3.86 HIGH ^  2.86
LOW <  2.00 .778
SOCIAL ANXIETY 88 2.16 RANGE 0.17-4.00 HIGH >  2.67
LOW < 1.5 .907
COPING METHOD 
COGNITIVE
87 '2.43 RANGE 0.67-4.00 .701
COPING METHOD 
BEHAVIOURAL
87 2.17 RANGE 0.67-3.67 .75
COPING METHOD 
AVOIDANCE
87 1.57 RANGE 0.00-3.2 .75
COPING FOCUS 
PROBLEM
87 2.44 RANGE 1.00-3.88 .684
COPING FOCUS 
EMOTION
87 1.8 RANGE 0.64-2.91 .512
ADMISSIONS 89 3
MODE
=1
RANGE 0-25 TIMES 5.2
3
3
'  '  '  -  ^  ' '  ' ' '
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( 2 - 6 2  y e a r s ) ,  t he  a v e r a g e  age of  onset  f o r  f e ma l e s  was 2 6 . 3  and 
f o r  mal es  2 5 . 3 .  The a v e r a g e  l e n g t h  of  t he r e c u r r e n c e s  was 2 . 9  
months w i t h  a r ange f rom none a t  a l l  t o 24 mont hs.  Twent y seven  
per  cent  of  p a t i e n t s  had not  ever  been a d m i t t e d  t o h o s p i t a l  f o r  
p s o r i a s i s .  Of  t hose  t h a t  had,  t he  h o s p i t a l  s t a y  w/as g e n e r a l l y  
bet ween 1 -  2 weeks,  most  ( 3 0 . 3 %)  of  s u b j e c t s  h a v i n g  been in f o r
j u s t  one a d mi s s i o n ,  a l t h o u g h  some s u b j e c t s  had been a d m i t t e d  on up 
to 25 o c a s s i o n s .  T h i r t y  e i g h t  per  cent  of  p a t i e n t s  were be i ng  
t r e a t e d  us i ng  PUVA.
T - T e s t s  were p e r f o r me d  in o r d e r  to exami ne t he  d i f f e r e n c e  bet ween  
t he sampl e means and i n f o r m a t i o n  o b t a i n e d  in r e l i a b i l i t y  and 
v a l i d a t i o n  s t u d i e s  of  t he  maj or  s c a l e s  used.  Da t a  was o b t a i n e d  
f rom J o u r a r d  and S e c o r d ' s  s t u d i e s  ( e g .  Secor d and J o u r a r d  1953 ,  
Secor d and J o u r a r d  1955)  f o r  compar i son  of  t he  BC-SC s c a l e  and 
L e r n e r  Et  A T ' s  work ( e g .  L e r n e r  and K a r a b e n i c k  19 74)  f o r  t he Body 
P a r t s  s c a l e s .  I t  shoul d  be not ed t h a t  bot h s e t s  of  s t u d i e s  ma i n l y  
used c o l l e g e  p o p u l a t i o n s .  C o mp a r a t i v e  da t a  f o r  t he  p u b l i c  s e l f  
c on s c i ous ne s s  and s o c i a l  a n x i e t y  measures i s  drawn f rom 
" n o r m a t i v e "  da t a  p r o v i d e d  by F e n i g s t e i n  Et  Al  ( 1 9 7 5 ) .  T h i s  d a t a  
i s based on a d u l t  p o p u l a t i o n s .
F u l l  d e t a i l s  of  c a l c u l a t i o n s  can be seen in Appendi x  11.  The 
P s o r i a s i s  sampl e ( bo t h  f e ma l e s  and ma l es )  d i f f e r s  s i g n i f i c a n t l y  
f rom p r e v i o u s  s t u d i e s ,  in a n e g a t i v e  d i r e c t i o n ,  f o r  body c a t h e x i s ,  
s e l f  c a t h e x i s ,  body p a r t s  e f f e c t i v e n e s s ,  p u b l i c  s e l f  c on s c i o u s n e s s  
and body p a r t s  a t t r a c t i v e n e s s  ( f e m a l e s  o n l y ) .  C o n v e r s e l y ,  
p s o r i a s i s  s u f f e r e r s  d i d  not  d i f f e r  s i g n i f i c a n t l y  f rom t he norm f o r
s
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social anxiety, and males did not differ in self-perceived 
attractiveness. This suggests that psoriasis sufferers have a 
lower self esteem and less satisfaction with the body image, 
perceiving their bodies as less effective than the samples
examined in previous studies. In addition, females perceive 
themselves as less attractive and both sexes are more publically 
self conscious than the norami population. Overall, this suggests
that the typical psoriasis sufferer of this sample was lower in
body satisfaction and self esteem than the general population, and 
perceived their bodies as less effective than most people do. 
They are also more publically self conscious and female psoriasis 
sufferers perceive themselves as less attractive than do the 
general population.
However further comparison between the scores would allow us to 
examine the relationship between the variables.
3.2 lNIEEzEELAIiQbiSHiE2_EEIUEEË_VAEiAEL££
3 . 2 ( i ) GEQSSIABULAIIQWS_6WD_ME6SUEES_QE_ASSQCIAIIQN 
Crosstabulations were obtained for grouped data, (sex, visibility, 
PUVA), along with variables that were grouped in order to look at 
relationships (age, discrepency, body cathexis and self cathexis). 
The cell entries provide information about their relationships 
between the variables. Appendix 12 displays the full set of data. 
This helps to further check for anomalies. Chi-square was also 
calculated for each table to indicate the extent of association 
and test hypothesis that variables were independent.
The following tables were obtained:
J)
(i) Sex by Onset
(i i) Sex by SC
(i i i) SC by Age
(iV) SC by Visibility
(v) SC by PUVA
( V  i) SC by Onset
(vii) SC by Body Cathexis (BC)
The data suggests that all these variables are independent of each 
other except for body cathexis and self cathexis. Table 3 
summarises the results from this analysis.
Cross-tabulations for Body Cathexis and Self Cathexis were also 
obtained using control variables. These were: Age, Visibility,
PUVA, Sex, Onset. The relationship between SC and BC changes when 
controlling for certain age groups (16-25, 36-45, 66-75 years)
suggesting the relationship changes with age.
The relationship is also effected when controlling for PUVA 
treatment. Although the overall percentage of good self cathexis 
similar between treatments (23.8% not present, 26.3% present), 
there are differences between the level of body cathexis 
particularly for good self cathexis. The people having PUVA 
treatment tend to have higher body cathexis. The full details are 
displayed in appendix 1 3.
'0]ABIïi~3a"C33OSSTaBtirÀli<^  OF SELF CTmÉXIS BY AGE
AGE (YEARS)
16-25 26-35 36-45 46-55 56-65 66-75 TOTAL
GOOD
SELF
CATHEXIS
2 3 4 4 6 1 20
POOR
SELF
CATHEXIS
1 5 1 7 5 1 20
TOTAL 3 8 5 11 11 2 40
TABLE 3b CROSSTABULATICW OF SELF CA3HEXIS BY AGE
MALE FEMALE TOTAL
GOOD
SELF
CATHEXIS
7 13 20
POOR
SELF
CATHEXIS
7 13 20
TOTAL 14 26 40
TABLE 3c CROSSTABULAnCW OF SELF CAîfflEXIS BY VISIBILITY
NOT VISIBLE VISIBLE TOTAL
GOOD
SELF
CATHEXIS
7 13 20
POOR
SELF
CATHEXIS
2 18 20
TOTAL 9 31 40
r : . : -   ' ............
TABLE 3d CRDSSTABULATICW FO SELF CATHEXIS BY ŒISET
EARLY
ONSET
LATER
ONSET
TOTAL
GOOD . 
SELF
CATHEXIS
10 10 20
POOR
SELF
CATHEXIS
10 7 17
TOTAL 20 17 37
D TABLE 3e CROSSTABULATim OF SELF CATHEXIS BY PUVA
PUVA NOT 
BEING USED
PUVA TOTAL
)
GOOD
SELF
CATHEXIS
10 . 10 20
POOR
SELF
CATHEXIS
11 7 18
TOTAL 21 17 38
TABLE 3f CROSSTABULAnCW OF SELF CA3HEXIS BY BODY CA3HEXIS,
GOOD BODY CATHEXIS POOR BODY CATHEXIS TOTAL
GOOD
SELF
CATHEXIS
11 0 11
POOR
SELF
CATHEXIS
1 11 12
TOTAL 12 11 23
(X = 27.99, p = 0.001)
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3 .2  ( i i ) DiEEEEEüCE5_BEIWEEW_5UBzGEQUES
Since self cathexis and body cathexis are the two main variables 
under examination in the study, the differences between their sub­
groups were examined in detail. Differences in the means of each 
sub-group were examined for the following variables: public self 
consciousness, coping focus problem, coping focus emotion, coping 
method cognitive, coping method behaviour, coping method 
avoidance, discrepency, and psoriasis severity. The full analysis 
is shown in appendixes 14 and 15. Firstly examining high and low 
SC sub-groups, the hypothesis that public self consciousness 
scores and the cogntivie coping method scores are equal is 
rejected at the 5% significance level (T=2.6 and T=2.04 
respectively). It also demonstrates that psoriasis severity and 
discrepency are not different for good or poor SC people and that 
they are not necessarily good indicators of poor adjustment to the 
condition. Rather public self consciousness and use of a 
cognitive coping method may help to explain ôr mediate the 
conditon and its effect upon the self esteem.
Examining the high and low BC sub-groups, the hypothesis that 
avoidance coping method scores are equal is rejected. This 
suggests that the avoidance coping method is an important variable 
in mediating between the skin condition and its effect on the body 
cathexis or body image.
Female and male sub-groups were also examined for the four main 
variables. This analysis suggested that there are sex
differences in the population scores for body cathexis and body
53
parts attractiveness (T= 2.68 and T=2.29 respectively). There are 
no sex differences for self cathexis or body parts effectiveness. 
The Mann-Witney (Wilcoxon) Test was used to examine differences 
between further sub-groups. There was significant differences 
between no PUVA treatment and PUVA treatment on discrepency, and 
betweeen visible and not visible psoriasis for public self 
consciousness. This suggests that if discrepency was taken as an 
indication of adjustment to psoriasis then the use of PUVA 
treatment may help in this adjustment. The relationship between 
visibility and public self consciousness is a fairly logical one, 
but suggests the use of the Buss Self Consciousness Scale is 
appropriate. Details of this analysis can be seen in appendix 16. 
There were no sex differences for visibility, discrepency, PUVA
treatment or onset.
3.2(i i i) DIEEEEEWCES_AWD_EELAIiQWSWIES_BEIWEEW_VAEi&BLES
In order to further test the relationships already identified, as 
well as examine any other possible relationships between
variables, various correlations were performed, according to the
type of data. The data was examined as a whole intially and the
significant correlations are
summarised in table 4. The correlations do not give causal 
relationships between variables but instead allow us to describe 
in more detail the inter-relationships.
The lack of correlations between the variables describing the 
actual condition, that is severity and disability along with
deXtent and pextent and the variables indicating psychological
(IABIE-T4-, PEARSC^^AND-iSEEAI^ g^R A N K -œ R R EiaTIŒ &
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adjustment (that is SC, BC, body parts attactiveness, body parts 
effectiveness) is interesting. This perhaps suggests that these 
variables do not have any kind of relationship with the
psychological measures and therefore may not be important in 
determining psychological adjustment to the psoriasis. 
Furthermore, this suggests this is not the actual condition itself 
but the psychological makeup of an individual that is important in 
determining the impact of a chronic condition upon psychological 
adjustment.
As expected, self cathexis is highly correlated with body
cathexis, body parts attractiveness and body parts effectiveness. 
(R=0.66, R=0.4S, R=0.45, all significant at the 1% level). So as 
self esteem increases, the way that people rate their
attractiveness and body effectiveness, improves along with an 
improvement in satisfaction with the body image. Its relationship 
with the postulated mediating factors is also interesting. Self 
cathexis is negatively correlated with public self consciousness, 
social anxiety and coping method avoidance. This suggests that as 
self esteem increases, public self consciousness decreases,' a 
relationship that is expected (R = -0.22, P=l%). A similar but 
stronger relationship is suggested between self cathexis and 
social anxiety (R = -0.42, P=l%). In addition, the correlation
with the avoidance coping method suggests that as self esteem 
increases, there is less reliance on this method of coping with 
stress (R = -0.28, P=l%). Self cathexis
is also positively correlated with both cognitive and behaviour
3)
coping methods and a problem focus to coping (R = 0.3, 0.22, 0.26, 
or at the 5% significance level), suggesting that as self esteem 
increases, so does the use of these more positive responses to 
stress. Above all, the relationships of these variables to 
psychological adjustment as measured by self esteem suggest that 
one or more of them may be particularly important to a person's 
adjustment to a chronic condition such as psoriasis.
The relationship of other variables to body cathexis, body parts 
attractiveness and body parts effectiveness are also important as 
these are the aspects of the self, body image, that the condition 
is expected to have the greatest impact upon. The three measures 
were all positively correlated with one another as would be 
expected if they all measured aspects of the body image as 
intended. (see table 3 for inter cor relations). Factor Analysis 
of these scales is also necessary however to ascertain their 
independence. This will be reported later. The way that the 
three scales vary with the postulated mediating variables is also 
interesting. Body cathexis is negatively correlated with social 
anxiety, avoidance coping method and an emotion focus to coping. 
(R = -0.22, P=5%, R = -0.3, P=l%, R = -0.25, P = 4%). This
suggests that as BC or satisfaction with the body image 
increases, social anxiety decreases as postulated, suggesting that 
this may be one of the main mediating variables. In addition, the 
correlations suggest that as disatisfaction with the body image 
increases, so does the reliance upon the more negative responses 
to stress. This provides positive evidence for the hypothesis
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that these kinds of coping responses do not help with positive 
psychological adjustment nor in promoting good physical health.
Body parts attractiveness is also negatively correlated with 
social anxiety, an emotion focus to coping and avoidance methods, 
once again adding further evidence to this hypothesis.
The relationship within postulated, mediating variables is also 
examined. As expected from previous studies, social anxiety and 
public self consciosusness are positively correlated (R = 0.3, P = 
1%). Public self consciousness is also positively related to both 
avoidance methods and emotion focus. (R = 0.41, R = 0.34, P = 1%) 
suggesting that as public self consciousness increases, so do the 
dominance of these methods and focus of coping in response to 
stress, which is what is predicted from the theory.
Social anxiety is also positively correlated with avoidance coping 
methods (R = 0.4, P = 1%), as well as negatively correlated with a 
problem focus (R = -0.22, P = 5%). This adds further weight to 
the possibility that these variables are important in the 
mediating role. As social anxiety increases, a focus on problem 
responses to stress decreases.
Coping methods active behavioural and active cognitive are 
positively correlated which is in contrast to previous studies and 
theoretical considerations (R = 0.41, P = 1%). In addition,
coping focus problem is positively correlated with both of these 
coping methods (R = 0.63, R = 0.92 at the 1% significance level). 
Similarly, coping method avoidance and coping focus emotion are 
positively correlated (R = 0.75 at the 1% significance level).
3)
However ,  cop i ng f ocus  emot i on i s  a l s o  u n e x p e c t e d l y  p o s i t i v e l y  
c o r r e l a t e d  to t he  more p o s i t i v e  c op i ng  methods and f o c u s .  T h i s  
suggest s  t h a t  t he  s u b - s c a l e s  may not  be t o t a l l y  i ndepe ndent  or 
t h a t  t he  sampl e used a p a r t i c u l a r l y  even r ange of  methods and 
f ocuses  as cop i ng r esponses  to s t r e s s .  I t  i s  p o s s i b l e  t h a t  pe o p l e  
w i t h  c h r o n i c  c o n d i t i o n s  g e n e r a l l y  use a d i f f e r e n t  r ange of  ways of  
cop i ng  w i t h  s t r e s s  t han t he  ' n o r m a l '  p o p u l a t i o n ,  but  i t  i s  not  
p o s s i b l e  to p i n p o i n t  c a u s a l i t y .  I t  a l s o  sug gest s  t h a t  t he  p u b l i c  
s e l f  c on s c i ous ne s s  and s o c i a l  a n x i e t y  may be more d i s c r i m i n a t i n g  
i n t h e i r  r o l e s  as i mp o r t a n t  m e d i a t i n g  f a c t o r s  and i n t he  
i d e n t i f i c a t i o n  of  i n d i v i d u a l s  t h a t  have poor  p s y c h o l o g i c a l  
a d j u s t me n t  or r esponse  to a c h r o n i c  c o n d i t i o n  such as p s o r i a s i s .
By p r e - s e l e c t i n g  cas e s ,  f u r t h e r  s i g n i f i c a n t  r e l a t i o n s h i p s  were  
i d e n t i f i e d .  T a b l e  5 d i s p l a y s  t h e s e  c o r r e l a t i o n s  and i n d i c a t e s  
t he  a d d i t i o n a l  ones.  I n  p a r t i c u l a r ,  e a r l y  onset  ( b e f o r e  25 y e a r s  
of  age)  was c o r r e l a t e d  w i t h  s o c i a l  a n x i e t y ,  b e h a v i o u r a l  methods  
and a pr ob l em f o c u s .  (R = - 0 . 3 7 ,  R = 0 . 3 3 ,  R = 0 . 2 7 ) .  T h i s
suggest s  t h a t  w i t h i n  t he e a r l y  onset  gr oup ,  t he  o l d e r  t he  o n s e t ,  
t he l e s s  t he  s o c i a l  a n x i e t y .  T h i s  s u gges t s  t h a t  t he p o s t u l a t e  
about  t he t i me  of  onset  may be i m p o r t a n t .  The a n a l y s i s  a l s o  
suggest s  t h a t  w i t h i n  t h i s  gr oup ,  t he  l a t e r  t he  onset  t he  more 
l i k e l y  t hey  a r e  to use more p o s i t i v e  cop i ng r esponses  to s t r e s s .  
T h i s  may t hen suggest  b e t t e r  p s y c h o l o g i c a l  a d j u s t m e n t .
For  t he  low BC sub - g r ou p  as compared t o t he whol e  gr oup,  t h e r e  i s  
t he a d d i t i o n a l  r e l a t i o n s h i p  w i t h  p u b l i c  s e l f  c on s c i o u s n e s s  (R = -
32 1
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0 . 4 8 ,  P = 5%) .  Thus i t  app e a r s  t h a t  t hose  pe o p l e  w i t h  low BC t h a t  
p u b l i c  s e l f
cons c i ous ne s s  a c c o u n t s  f o r  a p p r o x i m a t e l y  27% of  i t s  v a r i a n c e .  Low 
BC i s  a l s o  a d d i t i o n a l l y  c o r r e l a t e d  w i t h  a v o i d a n c e  methods ( R = -  
0 . 6 5 ,  P = 1%) .  T h i s  suggest s  t h a t  a v o i d a n c e  methods a r e
p a r t i c u l a r l y  i mp o r t a n t  in i n f l u e n c i n g  low BC, a c c o u n t i n g  f o r  42% 
of  i t s  v a r i a n c e .
Hi gh SC i s  a d d i t i o n a l l y  c o r r e l a t e d  w i t h  f l a r e  (R = 0 . 5 ,  P = 1%) ,
S u g g e s t i n g  t h a t  f o r  t hose  peo p l e  w i t h  h i gh  s e l f  es t eem,  as t he  
l e n g t h  of  f l a r e  i n c r e a s e s ,  so does s e l f  es t eem.  For  t hose  p e o p l e  
w i t h  low a t t r a c t i v e n e s s ,  age a pp e a r s  t o be a s i g n i f i c a n t  i n f l u e n c e  
( R = - 0 . 6 1 ,  P = 1%) s u g g e s t i n g  t h a t  f o r  t he s ub - g r ou p  w i t h  low
body a t t r a c t i v e n e s s ,  age acc ount s  f o r  37% of  t he  v a r i a n c e  and t h a t  
i t  i s  age e f f e c t s  t h e s e  s e l f  p e r c e p t i o n s .
For  t hose peo p l e  w i t h  low body p a r t s  e f f e c t i v e n e s s ,  t he  v a r i a b l e  
i s  p o s i t i v e l y  c o r r e l a t e d  w i t h  b e h a v i o u r a l  methods of  cop i ng ( R = 
0 . 6 5 ,  P = 1%) and p r ob l em copi ng f o c u s ,  (R = 0 . 5 8 ,  P = 5%) ,  and 
^ e g a t i v e l y  c o r r e l a t e d  w i t h  a v o i d a n c e  met hods ( R = - 0 . 4 2 ,  P = 5%) .  
These c o r r e l a t i o n s  once a g a i n  a r e  in t he  e x p e c t e d  d i r e c t i o n  and
suggest  t he i mp o r t a n c e  of  t hese  v a r i a b l e s  f o r  t he  sub - gr ou p  of  
p e o p l e  w i t h  low body p a r t s  e f f e c t i v e n e s s .  The s u b - g r ou p  w i t h  h i gh  
body p a r t s  e f f e c t i v e n e s s  a l s o  has s i m i l a r  r e l a t i o n s h i p s  in t he
e x p e c t e d  d i r e c t i o n s  w i t h  a v o i d a n c e  met hods ( R = 0 . 5 1 ,  P = 5%) and 
an emot i on f ocus t o cop i ng  ( R = 0 . 5 2 ,  P = 1%) .  These a d d i t i o n a l  
c o r r e l a t i o n s  a r e  i n t e r e s t i n g  in e x a mi n i n g  t he  d i f f e r e n t  s u b - g r o u p s  
w i t h i n  t he  t o t a l  p o p u l a t i o n .
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M u l t i p l e  l i n e a r  r e g r e s s i o n  a n a l y s i s  was used to dev e l o p  an 
e q u a t i o n  t h a t  summar i sed t he  r e l a t i o n s h i p  bet ween s e l f  c a t h e x i s  
( t h e  dependent  v a r i a b l e )  and body c a t h e x i s ,  body p a r t s  
a t t r a c t i v e n e s s  and body p a r t s  e f f e c t i v e n e s s  ( t h e  i ndependent  
v a r i a b l e s ) .  The same method was used t o exami ne t he  r e l a t i o n s h i p  
bet ween SC and t he  m e d i a t i n g  v a r i a b l e s  ( p u b l i c  s e l f  c o n s c i o u s n e s s ,  
[ S o c i a l  a n x i e t y ,  c op i ng  methods and cop i ng  f o c u s e s ) .  The aim was 
t o i d e n t i f y  t he s u b - s e t  of  i nde pe n de nt  v a r i a b l e s  t h a t  were most  
u s e f u l  f o r  p r e d i c t i n g  p s y c h o l o g i c a l  a d j u s t m e n t  ( S C) .
The a n a l y s i s  sugges t ed  t h a t  body c a t h e x i s  and s o c i a l  a n x i e t y  a r e  
t he  two v a r i a b l e s  t h a t  form s i g n i f i c a n t  r e l a t i o n s h i p s  w i t h  s e l f  
c a t h e x i s ,  a l o n g  w i t h  t he  pr ob l em f ocus  of  c o p i n g .  Body c a t h e x i s  
a cc ount ed  f o r  45% of  t he  v a r i a n c e  and s o c i a l  a n x i e t y  f o r  24% of  
t he v a r i a n c e  in s e l f  c a t h e x i s .  Copi ng f ocus pr o b l em however  on l y  
acount ed  f o r  4% but  s t i l l  a t  a s i g n i f i c a n t  l e v e l .  Body p a r t s  
^ t t e r a c t i v e n e s s  was a l s o  shown to be i mp o r t a n t  in c o n t r i b u t i n g  to 
t he  v a r i a n c e  in body c a t h e x i s  ( 2 5 %) .  The v a r i a n c e  in
a t t r a c t i v e n e s s  i t s e l f  i s  c o n t r i b u t e d  to by body p a r t s  
e f f e c t i v e n e s s  ( 26%) ,  and s o c i a l  a n x i e t y  ( 1 7 %) .  I n  a d d i t i o n ,  
p u b l i c  s e l f  c o n s c i ous ne s s  and a v o i d a n c e  cop i ng  methods i n f l u e n c e  
s o c i a l  a n x i e t y .  T h i s  s ug e s t s  t h a t  t h e s e  v a r i a b l e s  woul d be good 
i n d i c a t o r s  of  p s y c h o l o g i c a l  a d j u s t m e n t  and per haps  be u s e f u l  in  
s u g g e s t i n g  t hose p e o p l e  who may have poor  p s y c h o l o g i c a l  a d j u s t me n t  
t o p s o r a i s i s  or w i l l  be v u l n e r a b l e  t o  t he  p s y c h o l o g i c a l  impact
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of  a c h r o n i c  c o n d i t i o n .
3.4 EACIQS_AËALÏSi£_QE_IBE>BQQï^itdAQE_£CALE2
A f a c t o r  a n a l y s i s  was pe r f o r me d  on t he  t h r e e  s c a l e s  r e p o r t i n g  to 
measure d i f f e r e n t  a s p e c t s  of  t he  body image:  body c a t h e x i s ,  body 
p a r t s  a t t r a c t i v e n e s s ,  and body p a r t s  e f f e c t i v e n e s s ,  w i t h  t he ai m 
of  i d e n t i f y i n g  u n d e r l y i n g  c o n s t r u c t s  or f a c t o r s  t h a t  e x p l a i n  t he  
c o r r e l a t i o n  among p e r c e p t i v e  i t ems and to d e t e r m i n e  t he number of  
d i mens i ons  r e q u i r e d  to r e p r e s e n t  t h i s  set  of  i t e ms .  The b a s i c  
As s u mp t i o n  i s  t h a t  t he  u n d e r l y i n g  d i mens i ons  or f a c t o r s  can be 
used to e x p l a i n  t he  phenomena of  body i mage.  The c o r r e l a t i o n s
bet ween t he  t h r e e  s c a l e s  and s e l f  c a t h e x i s  may be a t t r i b u t  l e to  
such shar ed  f a c t o r s .
The a n a l y s i s  i d e n t i f i e d  23 f a c t o r s  r e p r e s e n t i n g  t he  88 i t ems of  
t he  t h r e e  s c a l e s  and a c c o u n t i n g  f o r  81% of  t he  t o t a l  v a r i a n t s .  
T a k i n g  a b s o l u t e  v a l u e s  o f  t he  amount  of  l o a d i n g  each i t em has on 
each f a c t o r  as not  l ess  t han 0 . 5 ,  o n l y  f our  of  t h e s e  f a c t o r s  show 
any r e a l  u n d e r l y i n g  r e l a t i o n s h i p .  These f a c t o r s  and t he  r e l a t e d  
^t ems a r e  i l l u s t r a t e d  in Appendi x  18.  T h i s  s u g g e s t s  t h a t  t he  
s c a l e s  measure i ndependent  a s p e c t s  of  body image s i n c e  t h e r e  a r e  a 
l a r g e  number of  i n d i v i d u a l  i t ems t h a t  a r e  not  i n c l u d e d  in t he s e
f o u r  f a c t o r s .  However ,  t he  f a c t o r  a n a l y s i s  does suggest  t h a t
t h e r e  a r e  s e v e r a l  i t ems t h a t  a r e  a s k i n g  s i m i l a r  t h i n g s  and do not  
need t o be r e p e a t e d .  I t  does however  appear  to be r e l e v a n t  t o  ask  
about  s a t i s f a c t i o n  w i t h  and p e r c e p t i o n  of  a t t r a c t i v e n e s s  and 
e f f e c t i v e n e s s  of  c e r t a i n  body p a r t s  and o v e r a l l  body i mage,  and i t .
would be mi s s i n g  out  on i mp o r t a n t  i n f o r m a t i o n  i f  t h e s e  a t t i t u d e s
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were not  exami ned when ex a mi n i ng  body i mage.  A l t h o u g h  not  w i t h i n  
t he r e mi t  of  t h i s  s t u d y ,  a q u e s t i o n n a i r e  i n c l u d i n g  a l l  of  t h e s e  
a s p e c t s  and i n c o r p o r a t i n g  r e l e v a n t  i t ems cou l d  be de v e l o pe d  f rom a 
f u r t h e r  e x a m i n a t i o n  of  t h i s  f a c t o r  a n a l y s i s .
)
)
The main purpose of  t he  st udy was to exami ne a l a r g e  sampl e of  
p s o r i a s i s  p a t i e n t s  i n c l u d i n g  s u b j e c t s  in a t t e n d a n c e  a t  O u t p a t i e n t  
C l i n i c s  and a l s o  as i n p a t i e n t s ,  and t o d e s c r i b e  a number of  
a s p e c t s  of  p s o r i a s i s ,  t he  s e l f  est eem and body i mage,  and v a r i o u s  
o t h e r  p s y c h o l o g i c a l  f a c t o r s  of  each s u b j e c t .  I t  ai med to exami ne  
t he i n t e r - r e l a t i o n s h i p s  bet ween t he  v a r i a b l e s  whi ch were  
^ i d e n t i f i e d  f o l l o w i n g  a r e v i e w  of  p r e v i o u s  s t u d i e s ,  bot h in  
D e r m a t o l o g i e  d i s o r d e r s  and f rom t he  s e l f  concept  -  s e l f  est eem  
l i t e r a t u r e .  V a r i o u s  a n a l y s i s  wer e pe r f o r med  i n o r d e r  to i d e n t i f y  
s i g n i f i c a n t  r e l a t i o n s h i p s  and t hese  have been d e s c r i b e d  in t he  
p r e v i o u s  s e c t i o n  and w i l l  be d i s c u s s e d  i n t he  f o l l o w i n g  s e c t i o n s .
4.1 IBE_biAIijEE_OE_IWE_COh!DlIiOh!
The a c t u a l  c o n d i t i o n  was d e s c r i b e d  us i ng  t he  f o l l o w i n g  v a r i a b l e s : -
( 1 )  P s o r i a s i s  S e v e r i t y
( 2 )  I n v o l v e me n t  ( o b j e c t i v e  measur e:  p e r c e n t a g e ,  body s u r f a c e )
^ 3 )  I n v o l v e me n t  ( s u b j e c t i v e  measur e :  p e r c e n t a g e ,  body s u r f a c e )
( 4 )  V i s i b i l i t y
( 5 )  Age a t  onset  of  c o n d i t i o n  ( y e a r s )
( 6 )  Lengt h  of  t i me  s i n c e  d i a g n o s i s  -  onset  ( y e a r s )
( 7 )  Lengt h  of  c u r r e n t  o u t b r e a k  ( mont hs)
( 8 )  Number of  a dmi s s i ons  f o r  p s o r i a s i s
( 9 )  PUVA Tr e a t me n t  ( wh e t h e r  be i ng  used or no t )
Compl e t e  da t a  was not  c o l l e c t e d  f o r  a l l  cas e s ,  p a r t i c u l a r l y  f o r  
t he  o b j e c t i v e  measure of  i n v o l v e me n t  ( i t  was not  a l wa ys  p o s s i b l e
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t o  d i c t a t e  t h i s ,  12 cases m i s s i n g ,  1 3 . 5 % ) ,  but  t he  f o l l o w i n g  
d e s c r i b e s  t he g e n e r a l  sampl e .
The sampl e c o n s i s t e d  of  40 mal es and 49 f e m a l e s ,  r e f l e c t i n g  t he  
equa l  i n c i d e n c e  of  p s o r i a s i s  bet ween sexes .  The age range was 
f rom 16 yea r s  t o 75 yea r s  w i t h  an a v e r a g e  of  44.  C h i l d r e n  were  
not  i n c l u d e d  in t he sampl e due to t he  age i n a p p r o p r i a t e n e s s  of  t he  
q u e s t i o n n a i r e s  and consent  c o n s i d e r a t i o n .  The a v e r a g e  age of  
onset  was 2 5 . 8  yea r s  w i t h  a mode of  18 y e a r s ,  once a g a i n  
i n d i c a t i n g  t y p i c a l i t y  of  t he sampl e .  Femal es had on a v e r a g e  onset  
age of  2 6 . 3  yea r s  and mal es  2 5 . 3  y e a r s .  The r ange  however  was 
f rom 2 - 6 2  y e a r s .
The s e v e r i t y  measure i n d i c a t e d  t h a t  f rom a p o s s i b l e  r ange of  
measur es ,  f rom 1 1 5 . 7  t he  mean scor e  was 2 3 . 2 ,  s u g g e s t i n g  t h a t  most  
s u b j e c t s  ( N = 81 had m i l d  p s o r i a s i s  w i t h  j u s t  a f ew r e a c h i n g  a 
moder a t e  l e v e l  and on l y  one t h a t  was c o n s i d e r e d  s e v e r e  
sympt omat o l ogy  ( s c o r e  = 1 1 5 . 7 ) .  The d a t a  f rom
i n v o l v e me n t  c o n f i r ms  t h i s .  The o b j e c t i v e  measure s u gges t s  t h a t  of  
T7 s u b j e c t s ,  6 were f u l l y  c l e a r  and on l y  one s u b j e c t  had t o t a l  
body s u r f a c e  i n v o l v e m e n t .  The a v e r a g e  e s t i m a t e  of  body s u r f a c e  
i n v o l v e d  was 18. 4%,  s u g g e s t i n g  a sampl e w i t h  a domi nance of  m i l d  
p s o r i a s i s  ( L e i c h t ma n ,  B u r n e t t  and Robi nson 1 9 8 1 ) .  The s u b j e c t i v e  
measure had a s l i g h t l y  h i g h e r  mean ( 2 2 . 4 %)  ( N = 8 9 ) ,  and o n l y  two 
p a t i e n t s  c o n s i d e r e d  t he ms e l v e s  f u l l y  c l e a r .  Once a g a i n ,  o n l y  one 
s u b j e c t  c o n s i d e r e d  t h a t  t h e r e  was t o t a l  body s u r f a c e  i n v o l v e m e n t .  
79. 8% of  t he  sampl e had v i s i b l e  p s o r i a s i s .  62% have had a r e c e n t  
f l a r e  up of  t he  c o n d i t i o n .  The r e ma i n i n g  38% e i t h e r  had
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c o n t i n u o u s  p s o r i a s i s  or c o n s i d e r e d  t h emse l ves  f u l l y  c l e a r .  
U n f o r t u n a t e l y ,  t hese  were not  d i s c r i m i n a t e d  bet ween d u r i n g  t he  
d a t a  c o l l e c t i o n .  The number of  a dmi s s i o ns  range f rom 0 - 2 5  but  
most p e o p l e  had been a d m i t t e d  on j u s t  one o c a s s i o n .  4 2. 7% of  t he  
sampl e were c u r r e n t l y  be i ng  t r e a t e d  w i t h  PUVA. I n  g e n e r a l ,  t he  
sampl e appear s  r e p r e s e n t a t i v e  of  P s o r i a s i s  s u f f e r e r s  t h a t  seek  
me d i c a l  he l p  ( L e i c h t m a n ,  B u r n e t t  and Robi nson 1 3 8 1 ) .
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A' e l f  es t eem,  body c a t h e x i s ,  body p a r t s  a t t r a c t i v e n e s s ,  body p a r t s  
e f f e c t i v e n e s s ,  and to some e x t e n t  d i s c r e p e n c y  wer e p o s t u l a t e d  as 
i n d i c a t o r s  of  p s y c h o l o g i c a l  a d j u s t me n t  of  s u b j e c t s ,  as w e l l  as 
maj or  i n d i c a t o r s  of  t he  k i nd  of  p s y c h o l o g i c a l  i mpact  t h a t  a 
c o n d i t i o n  such as p s o r i a s i s  mi ght  have .
S e l f  est eem as measured by SC r anged f rom 0 . 8 5  t o 3 . 8 7  
( p o s s i b l e  range 0 - 5 ) ,  w i t h  an a v e r a g e  of  2 . 7 8 .  Compar i son to  
p r e v i o u s  s t u d i e s  s ugges t ed  t h a t  p s o r i a s i s  s u f f e r e r s  were g e n e r a l l y  
l ower  in s e l f  est eem t han t he  ' n o r m a l '  p o p u l a t i o n s  s t u d i e d  by 
S e c o r d ,  J o u r a r d  and Remy. I t  woul d be of  g r e a t  i n t e r e s t ,  and 
b e n e f i c i a l  in p r e d i c t i n g  p s y c h o l o g i c a l  a d j u s t me n t  to p s o r i a s i s  i f  
t he  o r i g i n  of  t h i s  l ower  v a l u e  of  s e l f  est eem cou l d  be d e t e r m i n e d .  
I s  low s e l f  est eem t he  pr odu c t  of  t he  sense of  l oss  and f a i l u r e  
t h a t  a c h r o n i c  c o n d i t i o n  b r i n g s  or i s i t  per haps  a v u l n e r a b i l i t y  
f a c t o r  i n d i c a t i n g  a p r e d i s p o s i t i o n  to t he  c o n d i t i o n ?  (James 1988)  
Body image was measured by body c a t h e x i s ,  Body P a r t s  
A t t r a c t i v e n e s s  and Body P a r t s  E f f e c t i v e n e s s .  A l l  t h r e e  wer e  
c o r r e l a t e d / i n t e r - r e l a t e d  but  f a c t o r  a n a l y s i s  sug ge s t e d  t h a t  t he
three scales alt hou gh ove rlapp in g to some extent were infact 
m e a su ring different aspect s of the body image. These aspects were 
not - only a direct percep tion of the body but also attitudes 
towards it, and s at isfacti on  with it. C o m p arison  to previous 
studies also gave some indication of the normality of the sample. 
It appeared  that mal es rate their own a t tract iv eness as similar to 
the 'normal' population. However, pso riasis sufferers were less 
s at isfied with their body image, judged their bodies as less 
A f f e c t i v e  and female subjects judged their body image as less 
attractive.
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V i s i b i l i t y  of  t he  c o n d i t i o n  d i d  not  appear  t o be i n t e r - r e l a t e d  
w i t h  o t h e r  v a r i a b l e s  s u g g e s t i n g  t h a t  i t  i s not  a good i n d i c a t o r  of  
p s y c h o l o g i c a l  a d j u s t m e n t .  S e l f  est eem appear ed  to i n c r e a s e  as t he  
l e n g t h  of  t i me  s i n c e  d i a g n o s i s  i n c r e a s e d  s u g g e s t i n g  t h a t  t he  
l e n g t h  of  t i me  s i n c e  o r i g i n a l  onset  i s p a r t i c u a l a r l y  i mp o r t a n t  to  
Dsycho1o g i c a 1 a d j u s t m e n t .  St ank  1er  ( 1 9 8 1 )  sug gest s  t h a t  i t  t a k e s  
up t o  10 yea r s  to a d j u s t  to t he c o n d i t i o n .  I n  a d d i t i o n ,  t he  
e a r l i e r  t he  age of  o n s e t ,  t he  g r e a t e r  t he d i s c r e p e n c y  bet ween  
o b j e c t i v e s  and s u b j e c t i v e  measures of  i n v o l v e m e n t ,  s u g g e s t i n g  t he  
over  e s t i m a t i o n  of  i n v o l v e me n t  and p o s s i b l y  poor  a d j u s t me n t  i s  
a s s o c i a t e d  w i t h  poo r e r  s e l f  es t eem.  PUVA t r e a t m e n t  a l s o  ap p e a r e d  
t o e f f e c t  t h i s  d i s c r e p e n c y  measur e .  None of  t he  o t h e r  v a r i a b l e s  
appear ed  to have d i r e c t  r e l a t i o n s h i p s  w i t h  each o t h e r .  T h i s  
s ugges t s  t he  p o s s i b i l i t y  t h a t  t h e r e  may be m e d i a t i n g  v a r i a b l e s ,
66
as p o s t u l a t e d ,  t h a t  a r e  i n f a c t  more i mp o r t a n t  in d e t e r m i n i n g  bot h
t he  p s y c h o l o g i c a l  i mpact  and an i n d i v i d u a l ' s  a d j u s t me n t  to a 
c o n d i t i o n  such as p s o r i a s i s .  Ad j u s t me n t  i s not  j u s t  dependent  on
t he  p h y s i c a l  p a r a me t e r s  of  t he c o n d i t i o n .  However ,  i t  shoul d  be
not ed t he  d i f f e r e n t  i n t e r - r e l a t i o n s h i p s  between t he s u b j e c t i v e  and 
o b j e c t i v e  measures of  body s u r f a c e  i n v o l v e m e n t .  An over
e s t i m a t i o n  of  p s o r i a s i s  i n v o l v e me n t  seems t o suggest  a per son i s
n e g a t i v e l y  e f f e c t e d  by t he  p s o r i a s i s .
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P u b l i c  s e l f  c o n s c i ous ne s s  and t he  r e l a t e d  s o c i a l  a n x i e t y  measure  
were h y p o t h e s i s e d  as p o s s i b l e  m e d i a t i n g  f a c t o r s  i n t h a t  p e o p l e  
h i g h e r  i n s e l f  c on s c i o u s n e s s  and h i gh  in s o c i a l  a n x i e t y  woul d be 
more l i k e l y  to have a d e t r i m e n t a l  impact  upon t h e i r  body image and 
i t s  o v e r a l l  r e l a t i o n s h s i p  to t h e i r  s e l f  est eem.
The a v e r a g e  p u b l i c  s e l f  c o n s c i ous ne s s  was 2 . 4 4  w i t h  a range of
0 . 2 3  to 3 . 8 6  ( p o s s i b l e  r ange = 0 - 4 ) ,  and t he  a v e r a g e  s o c i a l  
a n x i e t y  was 2 . 1 6  w i t h  a range of  0 . 1 7  to 4 ( p o s s i b l e  r ange = 0 - 4 ) .  
The two measures were s i g n i f i c a n t l y  r e l a t e d  to each o t h e r .  
Compar i ng p u b l i c  s e l f  c o n s i ousness to norms p r o v i d e d  by F e n i g s t e i n  
Et Al  ( 1 9 7 5 )  sugges t s  t h a t  t h i s  ' p o p u l a t i o n  of  p s o r i a s i s  p a t i e n t s  
were s i g n i f i c a n t l y  d i f f e r e n t  f rom t he  normal  p o p u l a t i o n  in l e v e l s  
of  p u b l i c  s e l f  c o n s c i o u s n e s s .  A l t h o u g h  i t  cannot  be s a i d  wh e t h e r  
t he s e  p a r t i c u l a r  s u b j e c t s  were a l r e a d y  p r e d i s p o s e d  to be h i gh  in  
p u b l i c  s e l f  cons c i ous ne s s  b e f o r e  t he  onset  of  p s o r i a s i s ,  or
whet her  i t  i s an e f f e c t  of  t he  p s o r i a s i s .  T h i s  s u b - p o p u l a t i o n  was
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not  s i g n i f i c a n t l y  d i f f e r e n t  f rom t he  norm in t erms of  l e v e l s  of  
s o c i a l  a n x i e t y .
Copi ng r es po ns e s ,  in t erms of  t he  method used and t he  f ocus  of  
r e sponse ,  were a l s o  measured and p o s t u l a t e d  as i m p o r t a n t  m e d i a t i n g  
v a r i a b l e s .  Copi ng met hods,  a c t i v e  b e h a v i o u r a l  and a c t i v e
c o g n i t i v e  was s i g n i f i c a n t l y  r e l a t e d  t o one a n o t h e r  whi ch was not
e x p e c t e d  ( B i l l i n g s  and Moos suggest  t hese  two methods a r e
g e n e r a l l y  used i n d e p e n d e n t l y ) .  The s i g n i f i c a n t  c o r r e l a t i o n
tween t he two t y pe s  of  f ocus o f  c op i ng  i s  unusual  but  s u gges t s  
t h a t  t he  sampl e p o p u l a t i o n  used bot h t ypes  of  f ocus  f a i r l y  
e q u a l l y ,  per haps  i n d i c a t i n g  a c h a r a c t e r i s t i c  of  p s o r i a s i s  
s u f f e r e r s ,  or pe r haps  more g e n e r a l l y  pe o p l e  w i t h  c h r o n i c  
c o n d i t i o n s .
The i n t e r - r e l a t i o n s  bet ween met hods and f oc u s e s  were a l s o  
i n t e r e s t i n g .  Copmetco was s i g n i f i c a n t l y  c o r r e l a t e d  to bot h t y pe s  
of  f ocus but  t he s t r o n g e r  r e l a t i o n s h i p  was w i t h  c o p f o c p r .  The same 
a p p l i e s  and i s s u p p o r t e d  by an even more emp ha t i c  c o r r e l a t i o n  
^e t wee n  copmetbe and c o p f o c p r .  Copmetav was s i g n i f i c a n t l y  
c o r r e l a t e d  w i t h  copf ocem.  These r e l a t i o n s h i p s  were a l l  as 
p o s t u a l a t e d  but  what  i s  a l s o  i n t e r e s t i n g  and s i g n i f i c a n t  i s t h e i r  
r e l a t i o n s h i p s  w i t h  o t h e r  v a r i a b l e s .
Hi gh p u b l i c  s e l f  c o n s c i o u s n e s s ,  h i gh  s o c i a l  a n x i e t y  and a g r e a t e r  
r e l i a n c e  on a v o i d a n c e  methods and an emot i on f ocus to c op i ng  and 
was e x p e c t e d .  The c o r r e l a t i o n s  bet ween t hese  v a r i a b l e s  c o n f i r m  
t h i s .  T h i s  sug ge s t s  t h a t  p e o p l e  h i gh  in p u b l i c  s e l f
c o nsc i ousne ss  and s o c i a l  a n x i e t y  a r e  more l i k e l y  to use n e g a t i v e
68
cop i ng  r e s po ns e s ,  t hose  ve r y  ones whi ch a r e  t hought  to be r e l a t e d
to poor ment a l  as w e l l  as p h y s i c a l  h e a l t h ,  p a r t i c u l a r l y  t hose
c o n d i t i o n s  w i t h  a ps y chophys i o  l o g i c a l  base .  These r e l a t i o n s h i p s
now need to be exami ned in r e l a t i o n  to t he  o t h e r  v a r i a b l e s  in t h i s  
s tudy .
P s y c h o l o g i c a l  a d j u s t m e n t ,  as measured by h i gh  s e l f  est eem was 
e x p e c t e d  to be r e l a t e d  to t he  more p o s i t i v e  cop i ng r esponses  and 
to low p u b l i c  s e l f  c on s c i o u s n e s s  and low s o c i a l  a n x i e t y ,  what  eve r  
) h e  impact  of  t he  c o n d i t i o n  upon body i mage,  and what  ever  t he  
s t a t e  of  t he  c o n d i t o n .  T h i s  was c o n f i r me d  by t he
i n t e r c o r r e l a t  i ons .
I t  was a l s o  e x p e c t e d  t h a t  t he  e x t e n t  a c o n d i t i o n  such as p s o r i a s i s  
whi ch d i r e c t l y  a f f e c t s  body i mage,  woul d be s i m i l a r l y  r e l a t e d  t o  
t hese  m e d i a t i n g  v a r i a b l e s .  D i s c r e p e n c y  i s  p o s i t i v e l y  r e l a t e d  to  
copfocem as e x p e c t e d ,  t h a t  i s  t he  g r e a t e r  t he p e r s o n ' s  over  
e s t i m a t i o n  (an i n d i c a t i o n  of  poor  a d j u s t m e n t )  t he  g r e a t e r  t he  use 
of  a n e g a t i v e  r esponse  to s t r e s s .  S i m i l a r l y ,  s i mp l e  over  
e s t i m a t i o n  of  body s u r f a c e  i n v o l v e me n t  i s  r e l a t e d  t o t he  n e g a t i v e  
copi ng r e s po ns e s ,  s u g g e s t i n g  t h a t  t h i s  t endency  to over  e s t i m a t e  
s s o r i a s i s  a c t i v i t y  may be a good i n d i c a t o r  of  poor  p s y c h o l o g i c a l  
ad j us t ment  to p s o r i a s i s .
The l ack  of  s i g n i f i c a n t  r e l a t i o n s h i p s  bet ween p s y c h o l o g i c a l
ad j us t ment  and p a r a m e t e r s  of  p s o r i a s i s ,  such as s e v e r i t y  and
/ i s i b i l i t y  seems u n u s u a l .  The measure of  s e v e r i t y  i s  p o s i t i v e l y
" e l a t e d  to t he  o b j e c t i v e  measure of  p s o r i a s i s  a c t i v i t y  s u g g e s t i n g  
: hat  i t  i s a v a l i d  measure of  s e v e r i t y .  However ,  i f  a g r e a t e r
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number of  s u b j e c t s  w i t h  more s e v e r e  p s o r i a s i s  were i n c l u d e d ,  i t  
may be t h a t  a g r e a t e r  i mpact  upon t he body image woul d be n o t e d .  
The • l ack  of  i mp o r t a n c e  of  v i s i b i l i t y  may be e x p l a i n e d  w i t h  
r e f e r e n c e  to t he  f a c t o r  a n a l y s i s .  I t  sug gest s  t h a t  i t  i s not  
v i s i b l e  p a r t s  of  t he  body t h a t  p l a y  an i mp o r t a n t  p a r t  in t he body 
image of  p s o r i a s i s  p a t i e n t s ,  a l t h o u g h  t hese  a r e  i m p o r t a n t ,  but  
more l o g i c a l l y  t he  p a r t s  t h a t  a r e  i n f a c t  more o f t e n  a f f e c t e d  by 
p s o r i a s i s .  These i n c l u d e  knees ,  f e e t ,  sex o r g a n s ,  sex d r i v e  and 
^ex a c t i v i t i e s ,  s h o u l d e r s ,  ches t  and upper  l e g s .
A n o t e a b l e  e x c e p t i o n  in t he  l a c k  of  r e l a t i o n s h i p s  i s  t he  onset
v a r i a b l e .  A n a l y s i s  s ugges t s  t h a t  t he  l a t e r  t he  o n s e t ,  t he  more
l i k e l y  peopl e  a r e  t o use b e h a v i o u r  methods and a p r ob l em f ocus  t o
cop i ng  whi ch woul d suggest  t h a t  t hey  woul d t hen be b e t t e r
a d j u s t e d .  T h i s  i s  c o n f i r me d  by t he  p o s i t i v e  r e l a t i o n s h i p  w i t h
s e l f  est eem.  G e n e r a l l y  however ,  i t  seems i t  i s  not  t he  a c t u a l
c o n d i t i o n  and i t s  v a r i o u s  a s p e c t s  t h a t  woul d a t  f i r s t  l o g i c a l l y  be
s us pec t ed  as ha v i ng  a d e t r i m e n t a l  i mpact  p a r t i c u l a r l y  upon body
j mage,  but  a l s o  upon p s y c h o l o g i c a l  a d j u s t me n t  as measure by s e l f  
/
est eem,  but  in f a c t  o t h e r  i n d i v i d u a l  t r a i t s  based in t he  pysche .
4.5 MODEL-BUILDING
Al t hough causa l  r e l a t i o n s h i p s  cannot  be c i t e d ,  t he  way t h a t  t he  
v a r i a b l e s  exami ned va r y  w i t h  each o t h e r  and c o n t r i b u t e  v a r i a n c e  to  
t he mai n i n d i c e s  of  p s y c h o l o g i c a l  a d j u s t me n t  can be exami ned and 
p o s s i b l e  c o n n e c t i o n s  h y p o t h e s i s e d .  F i g u r e  1 a t t e m p t s  to draw 
t o g e t h e r  t he r e l a t i o n s h i p s  suggest ed  by t he a n a l y s i s .
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Upon d i a g n o s i s  of  p s o r i a s i s ,  t he  g r e a t e s t  p s y c h o l o g i c a l  e f f e c t  i s  
assumed to be upon t he  body i mage.  T h i s  i n c l u d e s  bot h t he
e v a l u a t i o n  of  and a t t i t u d e s  t o t he  body.  The degr ee  of  e f f e c t s
upon t he  body image i s  assumed to be i n f l u e n c e d  by a p e r s o n ' s  
cop i ng  r esponses  and t he  degr ee  of  p u b l i c  s e l f  c o n s c i o u s n e s s .  Age
a t  t i me  of  d i a g n o s i s  i s  a l s o  c o n s i d e r e d  to be i m p o r t a n t .  The
s i g h t  and s e v e r i t y  of  p s o r i a s i s  may a l s o  have an e f f e c t  a l t h o u g h  
t h i s  has not  been shown by t he  s t u d y .  The i n i t i a l  i mpact  of
) l i a g n o s i s  may not  be s u f f i c i e n t l y  s e v e r e  to have an e f f e c t  upon 
s e l f  es t eem.  However ,  i t  maybe t h a t  i t  i n c r e a s e s  l e v e l s  of  s o c i a l  
a n x i e t y .
T h i s  i n i t i a l  f l a r e  w i l l  be f o l l o w e d  by t he  f i r s t  r e m i s s i o n .  
P a t i e n t s  may t a k e  t h i s  t o i n d i c a t e  s t e ps  t owar ds  be i ng  " c u r e d " , 
and t he subsequent  impact  of  t he  next  f l a r e  of  p s o r i a s i s  w i l l  have  
a f u r t h e r  d e t r i m e n t a l  e f f e c t  upon t he  body i mage.  Poor c op i ng  
r e pon s e s ,  h i gh p u b l i c  s e l f  c o n s c i ous ne s s  and h i gh  s o c i a l  a n x i e t y  
a ga i n  c o n t r i b u t e  t o t he  degr ee  of  damage to t he  body i mage.  As 
^ emi ss i ons  s h o r t e n  and f l a r e s  l e n g t h e n ,  t he  i mpact  upon body image  
begi ns  t o  d i r e c t l y  e f f e c t  s e l f  es t eem,  not  o n l y  t h r ough  t he l oss  
3f body image but  a l s o  t h r ough  t he  l oss  of  r e l a t i o n s h i p s  and t h e
l oss  of  r o l e s  such as h a v i ng  to g i v e  up wor k .  I n a d d i t i o n  t he
l oss of  c o n t r o l  and t he  r e p e a t e d  f a i l u r e s  to " c u r e "  may d i r e c t l y
l ave  an e f f e c t  on s e l f  es t eem.
This model  o u t l i n e s  t he  t e n t a t i v e  h y p o t h e s i s  f o r  t he  p r o c e s s e s  
t ha t  cause a d i a g n o s i s  of  p s o r i a s i s  to have an e f f e c t ,  not  o n l y  
i i r e c t l y  upon t he  body image but  a l s o  upon t he  s e l f  es t eem.  I t
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c o n s i d e r s  t he p o s s i b l e  m e d i a t i n g  i n f l u e n c e s  of  poor c op i ng  
r e s po ns e s ,  h i gh p u b l i c  s e l f  c on s c i ous ne s s  and h i gh s o c i a l  a n x i e t y .  
Age at  d i a g n o s i s  at  t he  l e n g t h  of  f l a r e  may a l s o  have c a u s a l  
i n f l u e n c e s  upon s e l f  est eem and t hese  a r e  i n c l u d e d  w i t h i n  t he  
model .  L o n g i t u d i n a l  s t u d i e s  may he l p  to f u r t h e r  u n r a v e l  t he  
p r o c e s s .
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O v e r a l l ,  t he d i f f e r e n t  q u e s t i o n n a i r e s  of  t he  b a t t e r y  seem to  
y - r o v i d e  i ndepe ndent  and d i s t i n c t  i n f o r m a t i o n  f o r  each s u b j e c t .  
G e n e r a l l y ,  however ,  s u b j e c t s  commented upon i t s  l e n g t h  and i t  
a pp e a r e d  to t a k e  bet ween 20 and 45 mi n u t e s  to c o m p l e t e .  W r i t t e n
i n s t r u c t i o n s  and t he  f o r mat  seemed to be a p p r o p r i a t e  -  s u b j e c t s
were a b l e  to f i l l  t he  q u e s t i o n n a i r e s  in w i t h  r e l a t i v e l y  l i t t l e  
a s s i s t a n c e .
The t h r e e  measures of  body image app ear ed  t o  be me a s u r i n g  
d i f f e r e n t  a s p e c t s .  For  a f u l l  e x a m i n a t i o n  of  t he  c o n c e p t ,  i t  
would appear  u s e f u l  t o r e t a i n  a l l  t h r e e  s c a l e s .  However ,  in o r d e r  
t o  ease c o m p l e t i o n ,  t he  t h r e e  s c a l e s  cou l d  be combi ned i n t o  one.  
Thi s  may a l s o  a i d  u n d e r s t a n d i n g  f o r  s u b j e c t s ,  p a r t i c u l a r l y  as 
" e f f e c t i v e n e s s "  of  body p a r t s  was o c c a s i o n a l l y  d i f f i c u l t  to  
e x p l a i n .  Seen in c o n t e x t ,  t he concept  may be e a s i e r  to
j n d e r s t a n d .  A f u l l  e x a m i n a t i o n  of  p s y c h o l o g i c a l  a d j u s t m e n t  woul d  
al so need to i n c l u d e  s e l f  c a t h e x i s ,  p a r t i c u l a r l y  as i t  i s  r e l a t e d  
:o a s p e c t s  of  age a t  t i me  of  onset  and l e n g t h  of  f l a r e  t h a t  body 
l a t h e x i s  i s  not  r e l a t e d  t o .  A f u r t h e r  e x a m i n a t i o n  of  t he i t ems of  
he body image s c a l e s  ( t h a t  i s p a r t s  of  t he  body and body
m m Ë M îm m m m m m m m s S Ê S S Ê
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f u n c t i o n s )  may h e l p  e x p l a i n  t he  l a c k  of  r e l a t i o n s h i p  f ound bet ween  
t he  p s y c h o l o g i c a l  measures and t he  p h y s i c a l  p a r a me t e r s  of
p s o r i a s i s .  The r e l a t i o n s h i p  of  i t em r a t i n g s  t o  a r e a s  of  t he  body 
i n v o l v e d  may be more r e l e v a n t  t han a s i mp l e  v i s i b l e  -  not  v i s i b l e  
d i v i s i o n .  F u r t h e r m o r e ,  t he  c o n t r i b u t i o n  of  each body p a r t  or 
f u n c t i o n  to t he l e v e l  of  s e l f  est eem may h e l p  i n d i c a t e  t he  a r e a s  
of  t he body t h a t  when e f f e c t e d  by p s o r i a s i s  cause t he  most  
d e t r i m e n t a l  e f f e c t s  to p s y c h o l o g i c a l  w e l l b e i n g .
)"he p s o r i a s i s  s e v e r i t y  s c a l e  a pp e a r s  to be a u s e f u l  o b j e c t i v e  
measure of  s e v e r i t y .  However ,  s e v e r i t y  as measured by t h i s  s c a l e  
does not  appear  to i n f l u e n c e  p s y c h o l o g i c a l  w e l l b e i n g ,  t h e r e f o r e  i s  
i t  ne c e s s a r y ?  I f  t he  s c a l e  was combi ned w i t h  t he  p e r c e n t a g e  of  
t he  body s u r f a c e  i n v o l v e me n t  ( as i n d i c a t e d  by o b j e c t i v e  
measurement )  t o pr oduce  a more comp l e t e  measure of  s e v e r i t y ,  t hen  
s e v e r i t y  maybe more d i r e c t l y  r e l a t e d  to l e v e l s  of  body image and 
s e l f  es t eem.  The i n v o l v e me n t  s c a l e  cou l d  a l s o  be r e f i n e d  by u s i ng  
3 more d e t a i l e d  body o u t l i n e  t o make i n d i c a t i n g  a c t i v i t y  more
a c c u r a t e  .
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T h i s  may mean t h a t  t he  d i s c r e p e n c y  measure woul d t hen be a more 
r e f i n e d  and r e l e v a n t  i n d i c a t i o n  of  p s y c h o l o g i c a l  a d j u s t m e n t .  The
s t udy suggest s  t h a t  v i s i b i l i t y  and s e v e r i t y  do not  n e c e s s a r i l y
mean a per son w i l l  be low in s e l f  est eem and have poor  body image 
but  t he suggest ed  r e f i n e m e n t s  and a l t e r a t i o n  in a n a l y s i s  may 
change t h i s  r e l a t i o n s h i p .
The s e l f  cons c i ous ne s s  s c a l e  and t he  ways of  c op i ng  q u e s t i o n n a i r e  
appear  to be u s e f u l  i n d i c a t o r s .  Peopl e  h i gh  in p u b l i c  s e l f  
) : onsc i ousness  and who use poor cop i ng  methods seem t o have g r e a t e r  
d e t r i m e n t a l  e f f e c t s  upon p s y c h o l o g i c a l  w e l l b e i n g .  The Buss s c a l e  
woul d in p a r t i c u l a r  seem to be a u s e f u l ,  b r i e f  s c r e e n i n g
i n s t r u me n t  t h a t  c ou l d  per haps  be used in c l i n i c s  to i d e n t i f y  t hose
who woul d need p s y c h o l o g i c a l  s u p p o r t .  I n v e s t me n t  of  t i me  at  t h i s
p o i n t  may he l p  to i n c r e a s e  l e n g t h  and f r e q u e n c y  of  omi ss i ons  and
c o n s e q u e n t l y  d e c r e a s e  l e n g t h  of  t i me  spent  i n  c o n s u l t a t i o n  and
r e s o u r c e s  spent  on t r e a t m e n t .
F i n a l l y ,  a d d i t i o n a l  i n f o r m a t i o n  on s o c i a l  suppor t  s ys t ems ,  
j mp l oy me nt ,  and r e l a t i o n s h i p  pr obl ems woul d h e l p  p r o v i d e  a more
compl e t e  p i c t u r e  of  t he  s o c i a l  and p s y c h o l o g i c a l  e f f e c t s  of  
p s o r i a s i s .
5 SUMMAEÏ
The measures of  p s y c h o l o g i c a l  a d j u s t m e n t  e xc ept  d i s c r e p a n c y  va r y  
t o g e t h e r .  Body c a t h e x i s ,  body p a r t s  a t t r a c t i v e n e s s  and
e f f e c t i v e n e s s  were used to measure body i mage,  and appear  t o  
p r o v i d e  i n f o r m a t i o n  about  d i f f e r e n t  a s p e c t s  of  a p e r s o n ' s  body 
image,  p a r t i c u l a r l y  as a c o m b i n a t i o n  of  t h e i r  u n d e r l y i n g
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c o n s t r u c t s  d i d  not  p r o v i d e  g r e a t e r  r e l a t i o n s h i p s  w i t h  s e l f  
c a t h e x i s  or o t h e r  i mp o r t a n t  v a r i a b l e s .  S e l f  est eem and t he  
v a r i o u s  measures of  body image var y  t o g e t h e r .  The s e v e r i t y  and 
v i s i b i l i t y  of  p s o r i a s i s  a r e  not  i d e n t i f i e d  as i m p o r t a n t ,  however  
age at  onset  of  p s o r i a s i s  i s  seen to be i mp o r t a n t  in e f f e c t i n g  
p s y c h o l o g i c a l  a d j u s t m e n t .  S o c i a l  a n x i e t y  and c op i ng  r esponses  a r e  
a l s o  h i g h l i g h t e d  i n c o n t r i b u t i n g  to t he r e l a t i o n s h i p  bet ween  
p s o r i a s i s  and p s y c h o l o g i c a l  a d j u s t m e n t .  However ,  t he  d i r e c t i o n  of  
) t h i s  re 1 a t i o n s h s h i p  cannot  be c o n f i r me d  w i t h o u t  f u r t h e r  s t u d y .  I t  
may be t h a t  t he  amount  of  s o c i a l  a n x i e t y  a per son e x p e r i e n c e s  and 
t he  t ype  of  cop i ng  r esponses  t h a t  a r e  used,  d e t e r m i n e  t he  way t h a t  
a per son r e a c t s  t o a d i a g n o s i s  of  p s o r i a s i s .  C o n v e r s e l y ,  i t  may 
be t h a t  t hey r e s u l t  f rom t he  d e t r i m e n t a l  i mpact  of  t h a t  d i a g n o s i s .  
Copi ng r esponses  to s t r e s s  may be seen as a p a r t i c u l a r  t a r g e t  f o r  
p s y c h o l o g i c a l  i n t e r v e n t i o n .  I n t e r v e n t i o n  at  t h i s  l e v e l  may h e l p  
w i t h  t he  p s y c h o l o g i c a l  a d j u s t m e n t  t o p s o r i a s i s  or o t h e r  c h r o n i c  
c o n d i t i o n s .
The t o t a l  a r e a  of  i n v o l v e me n t  was not  r e l i a b l e  as s ug ges t ed  by 
)
F i n l a y  and K e l l e y  ( 1 9 8 6 ) ,  who used i t  as a p o s s i b l e  gu i d e  to 
d i s a b i l i t y .  However ,  t he  d i f f e r e n c e  bet ween s u b j e c t i v e  and 
o b j e c t i v e  measures of  i n v o l v e me n t  may be a u s e f u l  i n d i c a t o r .  The  
t endency  to o v e r e s t i m a t e  t he  amount  of  t he body s u r f a c e  c o v e r e d  by 
p s o r i a s i s  suggest s  t h a t  a per son i s  us i ng more n e g a t i v e  c o p i n g  
r esponses  and i s  p r o b a b l y  h i gh  i n p u b l i c  s e l f  conscousness t han  
s o c i a l  a n x i e t y , ,  and c o n s e q u e n t l y , ,  have poor  p s y c h o l o g i c a l  
a d j u s t m e n t .  The f i n d i n g s  a l s o  suggest  t h a t  when c o n s i d e r i n g  t he
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i mpact  of  p s o r i a s i s ,  i t  i s  p r o b a b l y  as i mp o r t a n t  to c o n s i d e r  at
what  age i t  was d i a gnos e d  as w e l l  as t he a c t u a l  s e v e r i t y  and
v i s a b i l i t y  of  t he  c o n d i t i o n .  T h e o r e t i c a l  c o n s i d e r a t i o n s  suggest  
t h a t  t he s e l f  est eem i s  de v e l o pe d  d u r i n g  c h i l d h o o d  and 
a d o l e s c e n c e .  T h e r e f o r e ,  onset  d u r i n g  t h i s  t i me  w i l l  p r o b a b l y  have  
t he  g r e a t e s t  d e t r i m e n t a l  i mpact  upon p s y c h o l o g i c a l  a d j u s t m e n t .  
T h i s  e x p l a i n s  t he  mechanism be h i n d  t he p o s t u l a t i o n  in e a r l i e r  
s t u d i e s  t h a t  e a r l i e r  onset  i s  l i k e l y  to cause more pr obl ems  
y( Buckwa11 e r , 1 9821 Dungey and B u s e l m e i e r ,  1 9 8 2 ) .  I t  a l s o  appear  
t h a t  t he  o l d e r  t he per son i s a t  o n s e t ,  t he more l i k e l y  t hey a r e  to  
have de v e l o pe d  more p o s i t i v e  ways of  cop i ng  w i t h  s t r e s s .  I n  
a d d i t i o n  however ,  i t  shoul d  be not ed t h a t  t hese  p o i n t s  of  
d i s c u s s i o n  shoul d  be c o n s i d e r e d  i n t he l i g h t  t h a t  t he sampl e  
c o n s i s t e d  ma i n l y  of  p e o p l e  w i t h  m i l d  to moder a t e  p s o r i a s i s ,  and 
t h a t  more s e v e r e  p s o r i a s i s  may have d i f f e r e n t  e f f e c t s  upon t he
body image as w e l l  as o t h e r  p s y c h o l o g i c a l  r e s o u r c e s .  Baughman and
Sobel  ( 1 9 7 1 )  however  showed t h a t  i t  was i n f a c t  t hose  p a t i e n t s  w i t h  
j o d e r a t e  p s o r i a s i s  who showed a g r e a t e r  r esponse  to s t r e s s .  
C a s s i l e t h  Et  Al  ( 1 9 8 4 )  sugges t ed  t h a t  i t  i s  an i n d i v i d u a l ’ s 
p s y c h i c  r e s o u r c e s  in c a p a c i t y  t o  adapt  t h a t  d i c t a t e  t he  r esponse  
to c h r o n i c  i l l n e s s ,  t h a t  i t  does not  d i f f e r  a c c o r d i n g  to s p e c i f i c  
d i a g n o s i s  nor f rom t he  g e n e r a l  p u b l i c .  T h i s  s t u d y ,  assumi ng t h a t  
t he measures used a r e  r e l i a b l e  and v a l i d  as r e p o r t e d ,  c o n f i r m s  
t h i s ,  and bot h cas t  doubt  upon t he  i dea  t h a t  e m o t i o n a l  t r a i t s  a r e  
i n i q u e  -  e i t h e r  in cause or e f f e c t  -  to a p a r t i c u l a r  i l l n e s s ,  
i owe v e r ,  t he  s p e c i f i c  a s p e c t s  of  a d i s e a s e  shoul d  not  be i g n o r e d ,
76
but  i t  i s per haps  more a t  t he  i n t e r v e n t i o n  l e v e l  t h a t  t hey  need to 
be s p e c i f i c a l l y  a d d r e s s e d .  T h i s  i s  d e mo n s t r a t e d  by t he
s i g n i f i c a n t  i mpact  on measures of  body image by p s o r i a s i s  and 
i n t e r v e n t i o n  as a l r e a d y  not ed s hou l d  h e l p  to i mprove p s y c h o l o g i c a l  
a d j u s t me n t  by a i mi n g  a t  i mp r o v i n g  and c o n c e n t r a t i n g  upon a r e a s  of  
t he  s e l f  est eem t h a t  a r e  i n c o mp a t a b l e  w i t h  or i r r e l e v a n t  to t he  
body image.  Age o f f e r s  a d i a g n o s i s ,  i ndependent  a d v a n t a g e  but  t he  
newl y d i agnosed appear  t o be more v u l n e r a b l e ,  and i t  i s  per haps  
/ h o s e  peo p l e  t h a t  p s y c h o l o g i c a l  i n t e r v e n t i o n  s ho u l d  be a dd r e ssed  
t o .  However ,  a t  any age i t  i s  i mp o r t a n t  to a s c e r t a i n  a p e r s o n ' s  
s e l f  c onsc i ousne ss  and s o c i a l  a n x i e t y ,  as w e l l  as t he methods of  
cop i ng  and f ocus  in r e s p o n d i n g  t o s t r e s s .  T h i s  woul d e n a b l e  a 
c l i n i c i a n  t o a s c e r t a i n  t he  a b i l i t y  of  a person t o a d j u s t  t o newl y  
di agnos ed  p s o r i a s i s  and t he  p o s s i b l e  need f o r  p s y c h o l o g i c a l  
s uppor t  above t he  no r ma l .  F i n l a y  and K e l l e y  ( 1 9 8 6 )  suggest  t h a t  
t he  most u s e f u l  ways of  a l l e v i a t i n g  p e r c e i v e d  d i s a b i l i t y  a r e  
t h r ough  e f f e c t i v e  t r e a t m e n t  and d i s c u s s i n g  pr ob l ems or t h r ough  
c o u n s e l l i n g .  S k e v i n g t o n ,  B l a c k w e l l  and B r i t t o n  ( 1 9 8 7 ) ,  deduced  
t h a t  low s e l f  est eem i s a p r o d u c t  of  r e p e a t e d  f a i l u r e s  at  t a s k  
r e l a t e d  a n d / o r  i n t e r p e r s o n a l  l e v e l s ,  and in g e n e r a l  t ends t o be a 
f e a t u r e  of  p e o p l e  l ess  s u c c e s s f u l  in l i f e .  A t t e m p t s  t o cur e  and 
c o n t r o l  a c o n d i t i o n  such as p s o r i a s i s  cou l d  a l s o  be seen in t h i s  
f rame wor k ,  f l a r e - u p s  be i ng  seen as f u r t h e r  f a i l u r e s  at  
c o n t r o l l i n g  t he  c o n d i t i o n .  However ,  a t  what  s t a g e  in t he  p r o c e s s  
: hat  s e l f  est eem becomes l ower ed needs to be a s c e r t a i n e d .  Pe o p l e  
riay s t a r t  w i t h  l ower ed s e l f  est eem as w e l l  as per haps  h i gh  p u b l i c
s e l f  c onsc i ousne ss  and s o c i a l  a n x i e t y  or low s e l f  est eem may be a 
r e s u l t  of  c o n t i n u e d  o u t b r e a k s ,  f l a r e s  and l oss  of  c o n t r o l  over  
t he  c o n d i t i o n .  F u t u r e  r e s e a r c h  co u l d  be l o n g i t u d i n a l  in n a t u r e ,  
per haps  exa mi n i ng  s u b j e c t s  a t  t he  p o i n t  of  e n t r y  to c l i n i c s ,  
e s t a b l i s h i n g  r e l e v a n t  v a r i a b l e s ,  and ex a mi n i ng  t he  e a r l y  s ha p i ng  
of  i l l n e s s  b e h a v i o u r .  The e f f e c t s  upon body image and s e l f  est eem  
c ou l d  be p a r t i c u l a r l y  domi nant  in t he  i n v e s t i g a t i o n ,  and d i f f e r e n t  
c o mb i n a t i o n s  of  i n t e r v e n t i o n  bot h  me d i c a l  and p s y c h o l o g i c a l  
Exami ned in r e l a t i o n  to changes i n t h e s e  two v a r i a b l e s .  I t  may be 
a l s o  i mp o r t a n t  t o c o n s i d e r  a number of  i n t e r p e r s o n a l  d e t a i l s  and 
t he  k i n d  of  s o c i a l  suppor t  syst ems t h a t  a per son has .  The t y p e s  
of  p s y c h o l o g i c a l  i n t e r v e n t i o n  whi ch mi ght  be empl oyed to p r e - e mp t  
p s y c h o l o g i c a l  pr obl ems or s t r e s s  c o u l d  a l s o  be f u r t h e r  exami ned .  
Champion,  A u s t i n ,  and Tzeng ( 1 9 8 2 )  suggest  c l i n i c a l  i m p l i c a t i o n s  
t h a t  a r e  a l s o  i m p l i e d  f rom t h i s  s t u d y .  F i r s t l y ,  t h e r e  ap p e a r s  to  
be t he  need to assess  a c l i e n t ' s  p e r c e p t i o n s  of  t h e i r  b o d i e s  as 
. vei l  as t h e i r  s e l f  es t eem.  T h i s  may l ead t o t he deve l opment  of
i n t e r v e n t i o n s  t h a t  enhance bot h i n c r e a s e d  body s a t i s f a c t i o n  and
d i r e c t l y  i n c r e a s e  s e l f  es t eem.  S e c o n d l y ,  i t  a l s o  seems t o  be 
i mp o r t a n t  to c o n s i d e r  t he  c op i ng  of  i n d i v i d u a l s  w i t h  a l t e r a t i o n s  
in body image.  As a l r e a d y  s u g g e s t e d ,  i t  woul d seem i m p o r t a n t  to  
deve l op a s p e c t s  of  t he  s e l f  t h a t  a r e  not  r e l a t e d  to p h y s i c a l  
appear ance .  I t  may a l s o  be i mp o r t a n t  to c o n s i d e r  t he
p s y c h o l o g i c a l  i mpact  of  t he l oss  of  a c e r t a i n  a s p e c t  of  p h y s i c a l
appear ance .  Champion Et  Al  suggest  t h e r e  i s  a p a u c i t y  of  
s y s t e ma t i c  r e s e a r c h  t o d e m o n s t r a t e  t he  e f f e c t i v e n e s s  of  s p e c i f i c
t h e r a p e u t i c  i n t e r v e n t i o n s  f o r  t he  enhancement  of  body image and 
t h i s  cou l d  be a n o t h e r  a r e a  f o r  f u t u r e  c o n s i d e r a t i o n .
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APPEMPIX 1 
BatteAif
CODE
DATA SUMMARY SHEET
Sex :
Age :
Age at onset of condition :
Length of time since onset of condition: 
Number of consultations:
Length of time since onset of outbreak: 
Severity of outbreak:
Extent of outbreak:
Site of outbreak:
Patients estimate of extent of outbreak :
1
2
10
11
12
13
14
15
16
17
18
19
20
CODE
PART 1
On the following two sheets are outline human figures 
one front and one back. Please shade in the areas of 
the body that you feel the psoriasis is affecting or 
covering at this point in time. Use both front and 
back figures. Please feel free to make any written 
comments.
•'■a a..:..
FRONT
BACK
C/Wi.
SSfc't-
CODE
PSORIASIS SEVERITY SCALE 
Please tick if any of the following features are present. 
Shivering
Entire body surface affected 
Fever
Pustular areas (other than palms and soles) 
Loss of hair
Arthritis (pain or swelling of joints)
Loss of finger nails 
Interference with sleep
Pain in areas (other than palms and soles) 
Rapid involvement of new areas 
Worsening with usual treatment 
No response to usual treatment 
Painful cracks in palms and soles 
Sole thickening
Dulled sensation in fingertips 
Scales in bedding 
Face involvement
Itching - groin, rectum or sexual parts 
Scales on clothing 
Enlargement of old patch 
Involvement of crease areas
Persistence on legs when rest of body is clear 
Embarrassment over appearance
CODE
PART 2
Different parts of your body may give you feelings of
satisfaction or dissatisfaction. The following
questionnaire asks you to rate how satisfied you are 
with different parts of the body.
Take each body part one at a time and try and think
of the feelings of satisfaction that you have for that 
part of your body and tick the appropriate box. The 
possible answers are :
- strong positive feelings (very satisfied)
- moderate positive feelings (satisfied)
- no feeling one way or the other (or in between)
- moderate negative feelings (dissatisfied)
- strong negative feelings (very dissatisfied)
Please tick one answer only. Try not to spend too 
much time on any one question and make sure you answer 
every question. Remember there are no right or wrong 
answers.
J . M  H 1 J . S
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CODE
PART 3
The following lists different statements that you 
might use when describing yourself.
You might have feelings of satisfaction or dis­
satisfaction about these statements in connection 
with yourself.
Take each statement one at a time and try and think 
of the feelings of satisfaction that you have for that 
idea and yourself, and tick the appropriate box as 
you did in Part 2.
sw
pects of 
lurself
Very
Satisfiec1 Satisfied
No feeling 
one way or 
the other 
or in betweei
Dis­
satisfied
Very dis­
satisfied
rst name
rals
ility to 
press self
3te in 
)thes
ise of
■<y
ihistication
f
erstanding
•
e Goals
erance
is
îral
fledge
jination
ilarity
idence
itivity
pinions
thers
ity to
Please do 
not write 
in this 
column
61
62
63
64
65
66
67
68
69
70
71
72
73
I 74
75
76
spects of 
ourself
Very
Satisfied Satisfied
No feeling
one way or
the other 
or in betweer
Dis-
Satisfiec
Very dis­
satisfied
Plea 
not w 
in t 
colu
se do 
rite 
lis 
mn
ast name 77
mpulses 78
anners 79
andwriting 80
itelligence
;vel
81
;hletic
:ill 82
.ppiness
'
83 1
eativeness 84 1
ng life 85
rength of 
aviation 86
iscience 87
111 with 
ids 88
-lity to
iress
ipathy 89
tional
trol 90
f
sciousness 91
erosity 92
Lit’- to 
apt
^icism
93
K i ;
Aspect of 
fourself
Very
Satisfied Satisfied
No feeling
one way or
the other 
or in betwec
Dis­
satisfied
Very/ dis­
satisfied
’houghts
irtistic, 
lusical or 
iterary taste
emory
hriftiness 
good with 
money)
arsonality
alf Respect
pility to 
incentrate
)ility to 
ike orders
ars
pability 
r work
nscientious
ility to 
et people
itness
zabulary
.1 power
lity to 
e decisions
Please do 
not write 
in this
94
95
96
97
98
99
100
210
211
212
213
214
215
216
217
218
A":
>pect of 
)urself
Very
Satisfied Satisfied
No feeling 
one way or 
the other 
or in between
Dis­
satisfied
Very dis­
satisfied
earns
If
scipline
If
sertiveness
Please do 
not write 
in this 
column
219
220
221
CODE
PART 4
Overleaf there are a number of statements which people have used to 
describe themselves. To the right of each of these statements there 
is a five point scale, labelled as shown below:
(Very un- Extremely 
like me) Uncharacteristic
0 1 2 3 4 ExtremelyCharacteristic
(Very 
like me)
Read each statement and then place a circle around the point on the 
scale you feel best describes your usual way of acting or feeling.
There are no right or wrong answers. Do not spend too much time on 
any one statement but be sure to answer EVERY ONE.
in this 
column.
I’m always trying to figure 
myself out
I’m concerned about my style 
of doing things
Generally, I’m not very aware 
of myself
It takes me time to overcome 
my shyness in new situations
1 reflect about myself a lot
I’m concerned about the way 
1 present myself
I’m often the subject pf my 
own fantasies
I have trouble working when 
someone is watching me
I never scrutinise myself 
1 get embarrassed very easily
I’m self conscious about the 
way 1 look
I don’t find it hard to talk 
to strangers
I’m generally attentive to 
my inner feelings
1 usually worry about making 
a good impression
I’m constantly examining 
my motives
1 feel anxious when 1 speak 
in front of a group
One of the last things 1 do 
before 1 leave my house is 
look in the mirror
1 sometimes have the feeling 
that I’m off somewhere 
watching myself
Extremely
Uncharacteristic
Extremely
Uncharacteristic
Extemely
Uncharacteristic
Extremely
Uncharacteristic
Extremely
Uncharacteristic
Extremely
Uncharacteristic
Extremely
Uncharacteristic
Extremely
Uncharacteristic
Extremely
Uncharacteristic
Extremely
Uncharacteristic
Extremely
Uncharacteristic
Extremely
Uncharacteristic
Extremely
Uncharacteristic
Extremely
Uncharacteristic
Extremely
Uncharacteristic
Extremely
Uncharacteristic
Extremely
Uncharacteristic
Extremely
Uncharacteristic
0 12 3 4
0 12 3 4
0 12 3 4
0 12 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
Extremely
Characteristic
Extremely
Characteristic
Extremely
Characteristic
Extremely
Characteristic
Extremely
Characteristic
Extremely
Characteristic
Extremely
Characteristic
Extremely
Characteristic
Extremely
Characteristic
Extremely
Characteristic
Extremely
Characteristic
Extremely
Characteristic
Extremely
Characteristic
Extremely
Characteristic
Extremely
Characteristic
Extremely
Characteristic
Extremely
Characteristic
Extremely
Characteristic
101
102
103
104
105
106
107
108
109
110
111
112
113
114
115
116
117
118
Please 
do not 
write in ti 
column.
I’m concerned about what 
other people think of me
I’m. alert to changes in 
my mood
I’m usually aware of my 
appearance
I'm aware of the way my 
mind works when 1 work 
through a problem
Large groups make me 
nervous
Extremely o I 2 3 4
Uncharacteristic
Extremely 0 12 3 4
Uncharacteristic
Extremely 0 12 3 4
Uncharacteristic
Extremely 0 1 2  3 4
Uncharacteristic
Extremely 0 12  3 4
Uncharacteristic
Extremely
Characteristic
Extremely
Characteristic
Extremely
Characteristic
Extremely
Characteristic
Extremely
Characteristic
119
120
121
122
123
CODE
PART 5
Scale 1.
There are many characteristics of the body which you 
may feel are important to yourself in presenting an 
attractive physical appearance to members of the opposite 
sex. You may also feel that different parts of your 
body are more or less physically attractive than other 
parts of your body.
The following questionnaire lists 24 characteristics 
of the body. Try to judge how attractive each of these 
parts of your body are.
Next to each part of the body is a scale as shown below:
0 1 2  3 4VeryAttractive
Very
Unattractive
Indicate your feelings by placing a circle around the 
point on the scale you feel best describes your feelings 
about that part of your body.
There are no right or wrong answers. Please answer 
as honestly as possible as no one will know the answers 
that you give belong to you.
■w v j i i j j  iiv jriu E jn  VUL, I in this 
column.
Facial
complexion
Ears
Chest
Profile
Distribution 
of weight
Eyes
Height
Ankles
Waist
Arms
Shape 
of legs
General
Appearance
Hips
Width of 
shoulders
Mouth
Neck
Very
Attractive
Very
Attractive
Very
Attractive
Very
Attractive
Very
Attractive
Very
Attractive
Very
Attractive
Very
Attractive
Very
Attractive
Very
Attractive
Very
Attractive
Very
Attractive
Very
Attractive
Very
Attractive
Very
Attractive
Very
Attractive
0 1 2 3 4
0 1 2 3 4  
0 1 2 3 4  
0 1 2 3 4  
0 1 2 3 4  
0 1 2 3 4  
0 1 2 3 4  
0 1 2 3 4  
0 1 2 3 4  
0 1 2 3 4  
0 1 2 3 4  
0 1 2 3 4  
0 1 2 3 4  
0 1 2 3 4  
0 1 2 3 4  
0 1 2 3 4
Very
Unattractive
Very
Unattractive
Very
Unattractive
Very
Unattractive
Very
Unattractive
Very
Unattractive
Very
Unattractive
Very
Unattractive
Very
Unattractive
Very
Unattractive
Very
Unattractive
Very
Unattractive
Very
Unattractive
Very
Unattractive
Very
Unattractive
Very
Unattractive
111
122
133
134
337
138
139
141
142
14 3
I4 4
14 5
135
136
140
14 6
CIRCLE ONE NUMBER ONLY
CODE I I I d
Please do 
not write 
in this 
column.
Teeth Very
Attractive
Nose Very
Attractive
Chin Very
Attractive
Hair Very
texture Attractive
Body Very
Build Attractive
Hair Very
Colour Attractive
Thighs Very
Attractive
Face Very
Attractive
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
Very
Unattractive
Very
Unattractive
Very
Unattractive
Very
Unattractive
Very
Unattractive
Very
Unattractive
Very
Unattractive
Very
Unattractive
14 7
14 8
14 9
150
151
15.2
153
154
CODE
PART 5
Scale 2
There are many characteristics of the body which you 
may fee,l are important in making activities that you 
engage in turn out successfully. Different parts of 
the body may play different roles in helping you to be 
effective in your daily functions. Some parts of the 
body may play a very central role in aiding one to 
function effectively while other parts may not play 
such a central role.
The following questionnaire lists the 24 body 
characteristics. Next to each characteristic is a 
scale as shown below.
(Very )Very 0 1 2  3 4 Very (very )
(important)Effective Ineffective (unimportant;
Please ring the point on the scale that you feel 
corresponds to the effectiveness of each of your body 
characteristics. Please answer every question and 
remember that there are no right or wrong answers. It 
is your opinion about your body that is important!
CIRCLE ONE NUMBER ONLY
Please do 
not write 
in this 
column.
Facial
complexion
Ears
Chest
Profile
Distribution 
of weight
Eyes
Height
Ankles
Waist
Arms
Shape of 
legs
General
appearance
Hips
Width of 
shoulders
Mouth
Neck
Teeth
Nose
Very
Effective
Very
Effective
Very
Effective
Very
Effective
Very
Eff ective 
Very
Eff ective 
Very
Effective
Very
Effective
Very
Effective
Very
Effective
Very
Effective
Very
Effective
Very
Effective
Very
Effective
Very
Effective
Very
Eff ective 
Very
Eff ective 
Very
Effective
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2  3 4
Very
Ineffective
Very
Ineffective
Very
Ineffective
Very
Ineffective
Very
Ineffective
Very
Ineffective
Very
Ineffective
Very
Ineffective
Very
Ineffective
Very
Ineffective
Very
Ineffective
Very
Ineffective
Very
Ineffective
Very
Ineffective
Very
Ineffective
Very
Ineffective
Very
Ineffective
Very
Ineffective
161
162
163
164
165
166
167
168
169
170
171
172
173
174
175
176
177
178
CIRCLE ONE NUMBER ONLY
Pleasé do 
not write 
in this 
column.
Chin
Hair
texture
Body
Build
Hair
Colour
Thighs
Face
Very
Effective
Very
Effective
Very
Effective
Very
Effective
Very
Effective
Very
Effective
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
0 1 2 3 4
Very
Ineffective
Very
Ineffective
Very
Ineffective
Very
Ineffective
Very
Ineffective
Very
Ineffective
179
180
181
182
183
184
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iPPENDïX 3
Items and factor loadings of the self-consciousness scale
Factors'
W Private Public Social
self-consciousness self-consciousness anxiety
Prfvata seif-conaciouaneas
I’m always trying to figure myself out. (1) -65
Generally, I’m not very aware of myself. (3)*» -
I reflect about myself a lot (5) 
rm often the sut^ ect of my own fantasies.^
I "^ver scrutinize myself. (9)* “ -S'*
(  generally attentive to my Inner feelings. (K3) .66
rm constantly examining my motives. (15) -62
I sometimes haw the feeling that fm off somewhere watching 
myself. (18)
rm alert to changes in my mood. (20) -55
rm aware of the way my mtod worte when I work through a 
problem. (22)
( Pubffc s«ff-con3Ck3osn«ss
I’m concerned about my style of doing things. (2) 4 7
fm concemed about the way I present myself. (6) 65
rm self-conscious about the way I look. (11) 6<j
I usually wony about making a good impression. (14) 72
One of the last things I do before I leave my house is look in the 
mirror. (17) 5^
rm concemed about what other people think of me. (19) .7 3
rm usually aware of my appearance. (21) 60
SocM anxiety
It takes me fime to overcome my shyness new situations. (4) .76
1 have trouble working when someone is watching me. (8) .26 .45
1 get embanassed very easily. (10) .70
1 don’t find it hard to talk to strangers. (12)* -.6 6
1 feel anxious When 1 speak In front of a group. (16) .21 .46
Large groups make me nervous. (23) .69
Note: The numbers in parentheses indicate the sequetKe of items on ttie scale. 
^Onty factor loadings greater than .20 are «sted.
^Item was reversed for scoring.
APPEHDU 4 
{ûau^ qA C oping:
Sub-ScaZe, CAltdxloi
WAYS OF COPING : ITEM GROUPING FOR SUB-SCALES
ACTIVE COGNITIVE : Items 1 to 6
ACTIVE BEHAVIOURAL ; Items 7 to 12
AVOIDANCE : Items 13 to 17
PROBLEM FOCUS : Items 4 to 11
EMOTION FOCUS : Items 1 to 3 and items 12 to 19
APPENVÎX 5
WAÂ.tten Jriàt/LuatLoru to
r n m m s t m m n m x i m m e
INTRODUCTION
We are looking at the psychological effects of psoriasis. 
Although these do not affect everybody you may be aware of 
the way in which your condition affects the way you feel 
about yourself and the way other people treat you. Your help 
in this study will help to further our understanding of 
psoriasis and may, in the future, help with treatment.
Everything you say and write down will be treated in strict 
confidentiality. If you would like to know any of the results 
of the study or any of your own individual results please do 
not hesitate to tell us.
Before you continue with the questionnaires please make sure 
you have read and signed the consent form. This indicates 
that you have agreed to take part in the study without feeling 
any pressure to do so.
CODE
CONSENT FORM
Please read the following and if you feel happy with 
what it says, sign and date the bottom of the form.
I,  .............................  have agreed to
take part in this study examining the psychological 
effects of the skin condition psoriasis.
I understand that the study involves revealing 
personal attitudes and feelings.
I understand that everything I say and write will be 
treated in strict confidentiality and will not be used 
for any other purposes outside the study.
I understand that unless I specifically ask for feedback 
that my answers to the questionnaires will be anonymous 
that no one will know what my personal questionnaires say 
I do not feel forced into taking part in the study.
Signed 
Date ..
INTRODUCTION TO QUESTIONNAIRES
Thank you for agreeing to help in this study. The 
following package includes a set of questionnaires that 
asks you to think about the effect your psoriasis has on 
your feelings and attitudes towards your body and towards 
yourself as a person.
Please complete the questionnaires remembering the following 
points;-
1. Please answer all questions.
2. Answer the questions in the way that you feel - 
there are no right or wrong answers - it is your 
opinion that is important.
3. ' You may find some of the questions slightly
embarrassing but please answer as honestly as possible 
- remember that no one will know the answer that you 
write down as the questionnaires do not require you 
to write your name on them.
4. Everything you say and write down will be treated 
in strict confidentiality.
5. Do not spend too much time worrying about your 
answers, respond according to your immediate 
feelings.
If you have any questions please do not hesitate to ask.
APPEmx 6 
V^OKlajJji S(Lv(Uiltj4 Scale.:
ItQjn Wziaht^
7 ■ ■ • • '■
PSORIASIS SEVERITY SCALE - WEIGHTS FDR ITEMS
ITEM WEIGHT
Shivering 6,7
Entire body surface 6.6
Fever 6.6
Pustular areas 6.4
Loss of hair 6.0
Arthritis 5.8
Loss of finger nails 5.8
Interference with sleep 5.5
Pain (not palms and soles) 5.5 
Rapid involvementof new areas 5.4 
Worsening with usual treatment 5.4 
No response to usual treatment 5.2 
Painful cracks in palms and soles 5.1 
Sole thickening 4.7
Dulled sensation in fingertips 4.6 
Scales in bedding 4.4
' Face involvement 4.3
Itching - groin, rectum or sexual parts 3.9 
Scales on clothing 3.8
Enlargement of old patch 3.7 
Involvement of crease areas 3.6 
Persistence on legs, rest of body clear 3.5 y 
Ehibarrassment 3.2
APPENDIX 7
fJt^ que.ncA.eÂ, H^toq/tain& and VeMiA.Zptcve. Stati&tc(i6 ^o/l and age
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APPENDIX 9
fA.e.quzruiie.6, HZ6toq/tam6 and D eactlp tiue  Statistticjt joA 
SzZj Caihzx^, Bodtf CcMex^, Bodt^  PaAt& AtÙLOXitLvejfæj^ , 
Bodtf ?aA.ts Ejizctivejiejg^ and Vt6CAzpanc.ii
te u jU  (M udays tÀjçoA. füq^MV rvm W w v
APPEm x 10
EJLQ.que.ncJ.eji, H t^oq/Lomù and VQJiCAi.ptivz StatiJiticJi joK 
Public S tlj CorucJoujnejJi, SocJaZ Anxletq, Coping Eocwàe^  and CopZnq UethadJ
(û j \] jju i-  ivauu. W  duiHav
APPEm x 77
T-tejt& compgJtinq Jtejuilté with pfLCvioaJ ^jtudioj 
[Bodtf CcuÜiQxiJi, Sztj CaXkexij, Bodtf PaAt& AtÜLOctivcnejJi,
Body Pa/tt6 E^^e.ctive.nej^, Pubtcc Scljj CorucioLt&njCSà and SociaZ Anxictif]
Q fW /U  o u J c u lc M i oj)(AA ^cma. W  ojuJVw
m .
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O iO ^ ^ a h L tlo n j and ChJ-
T O
SquoAQ.
Uv7
C tlth e x ^  hu nnAo-t
s m  c a t f i ë 5 u f t r i ë r  
} ^ ; ^ l s m  c aX Â e x l6  6ZT ^
— — j CoJhexij by viJubljL itii
_U/J C a th e jA j by v i w k ~ ^
y^J aez^ Cathex j^  by B o^ Cathe.)u j  
IvA^I Hex by o rü 5 . ' '
O skulf s jjc u l iM j i
(^fW^ (zgjuW - (fEctM. N  (tju JW /
APPEHVU 13
Ç^o^^tabiiU tionA  and Chi-SouMo
C a th e x < j conVLoUUn,
AUoa^iKg ufiA. /eq jjegy  dmw. o ^ ^ v w
APPENDIX 14
T - te jt&  ^OA v a A ia b le j
[ i]  Public Sel^ CofLScJoujnej  ^
H i)  Coping FoctU: PAoblcm 
[ i i i )  Coping Focul&; Emotion 
(^v) Coping Method: Cognitive
(v) Coping Method: BchaviouA
[vi) cijpina Method; Avoidance
( \ j i i j  ViJiCACpfincÿ 
( v i a  ) P^oAiojJji ScvQAity
Foa ^ôubqAoup^
(æ) Low High S c lj C athexij 
[b] Low High Body CaXhcxJj
(^ i^JaX (^xMs. (xpCjiA. f'lfi/dui/}' (|Y(Ma fUji auJhcv
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T -to J iiJ i jo A  v a A ia b lo ji:
U) Sclj CaXhzxJj 
H i)  Body CathexU 
[ i i i )  Body VaxtJ Atùtac.ttve%&&& 
l-luj Body VoAtfi Eijectivenejji
Eoa ^ubqAoufH 
la) ViJcAcpancy -  undQAQJtimcLte 
V ovQAQJitimatQ. 
(6) ?UVA tAQjotment v no PUPA 
Ic) {/jjiibZe. vj not \jijJbZe.
Id) UaZoji \}J jemaJieji
APPEmx 16 
MANN m væ v U-TESTS
(/C ) Cœ thzxi^  by
[ i i ]  Cathexi^ by v i s ib i l i t y
[ i i i ]  Se.1  ^ Cathexis by PUi/A
i i v )  Body Ca.tko.xis by so.x
( V j Body Ca.tho.xis by v i s ib i l i t y
(v^j  Body Cœthzxis by PLU/A
[ v i i j  Body PaAts AttAa.ctivo.yio.ssby so,x
[ v i i i ]  Body PaAts AttAa.ctivcno.ss by v i s ib i l i t y
[ i x ]  Body PaAts AttAœctivcncss by PUl/A
(x) Body PoAts E ffectiveness by sex
[ x i ]  Body PaAts E ffec tiveness by v i s ib i l i t y
[ x i i ]  Body PaAts E ffectiveness by PUl/A
[ x i i i j  ViscAcpancy by sex
[ x i v ]  ViscAcpancy by v i s ib i l i t y
(xx) ViscAcpancy by PUi/A
Ixux) PsoAiasis sevoA ity by sex
[ x v i i ]  P ub lic  s e lf  coyisciousness by sex
[ x v i i i ]  P ub lic  s e lf  coyisciousness by v i s ib i l i t y
[ x i x ]  P u b lic  s e lf  consciousness by PUl/A
(xx) S o c ia l Anxiety by sex
[ xx i ]  S o c ia l anx ie ty  by v i s ib i l i t y
Ixxxx) S o c ia l anx ie ty  by PUi/A
[ x x i i i ]  Coping Method: A c tive  cogyiitive  by sex
[ xx i v ]  Coping Method: A ctive  BehaviouA by sex
(xxu) Coping Method: Avoidance by sex 
[ xxv i ]  Coping Focus: PAoblem by sex
x x v i i ]  Coping Focus: Emotion by sex
APPENVIX 17 
P ^gA Q jsion  equat io n s  koA 
. . .  _ i n  Bodtf CaMicjcU
H i Bodu pd/iU AttAactlvenoAs
13 J ViscAepanr tt
JIT S e t j Caihej^A
j  SJ S o L u al AnxA o tti
Tô] Onset
(W C tiXoJoiji
$  ^^- f  CSj
g s
^  ■‘n .
oo ^:!
■Q, -e.
N> —
%
»
p- VNa .K
^  ^  ^
-c -f
% ^ ^  z
1
T)
I i i ^75 vr> o^ V"1
"Gk
w
g
V»
OCI
*0
\Au
\>\ y
I  ^
t/sj<-^
VÜw-U
T)
. : ^  y
g i S i ,
7^
C^
o
2
c
§
o
o
X
r \
(A
2
o
4
%=
3:»'i ?
0 : ^ 7 ?
i  Î  - f  i  
?■??“?
(A) W
%
- 4
S
W
V
oo
o
W
X:
<
c^
CjO
5?
OQ
(A
-4
Oo
Oo oO'
r 1
Osi
C
cr- T*
UNj
-c
x:
("SI
M-»
<
'4"'
<o\
f
4 4
"GK.
"3 ,
O?
<?
*r;
.3 .
P
r
o
N»
WLN
V\
"SU4J
W
tN>
Om
C'-
W»
*o
O'-
o
r-
:3?
Z
X
v<,
o \
I
Oi
-4
cr* -«Si
3  i '
ro
O
O
O
C
îO
\ 5
: t ^
7^
P
(T
V3
\T
0z
m
S>
c
1
o
Z
\A
?
T)
- i
; r
5
m
T7
%
'ZP
i
■H
I
I
K
%
VJ1
e
%
?
<T' <=>®
-c.
< T
to
^  %
^  — 
- P
-Ql ^
- I
W ' ^  
Ln
oO 
^  %
o : o
cr-
-Qu
*©!
11
-V  O ^  (7^
^ ^  è
fsj
Tl
F
1
F
I  t  I  I
S
3
f
to
§
c r
wo*^
VSi
i  i
U  oo 
O ^  N
o o
u .
0 ^
g i
w
#
t>0
\
oo
t>s>
- p
;
\
é 4
I
6
t o ?
K
-w #
VOi 1
§ 5
7
I
• f - W» - S i
(V)
?
%
o L
-V
-C
T )
i & - A i S■ a ■ a .
T )
I l f !
}
I
f
ÎE
yo
0  
2
(Y^
c
1  
o  
Z
Co
?
g
K T
a
^  ^  —
Vo
4L
OO
"Gi
Vsù
%Vu
I I
\sv \ 0
T" ^
5 “ w  
^ %
4 .
-Q. -Gu -n
I
Vo
S
— V  
VI
i  ^
(Hi W
I
P
■p
?
s
V'
zK
Ciii Aj
\T\ ^y^o —
VTiOo
wVO
I(T*
-9
I
1
Ê
4J
SJ I Oo
% I %oo : jç
I
s f
4 £
to  T)
(T
N
ri--G.-SL
T)
CV
o
Z
m
£)
c
:
v4
I
s
&
z
o
K
o
t  1 1
'  I T
<U
o(-"
t
X
. J
f' II
I
s
vO
r
$
S
•-\
% $ 
s
I s
.r
K j
VTv
N j
€  S  f
%
-G
! 4 : i i 'T)
#
&r
r-
I
m
0c?>
oz
a
5
R
a
Z ,
i ‘
w
HA t>
I?
%  -S'I
T)
If00
If
'  ^ts> LS)^  r
G ^
F
%F
w
Vi
-6k T;
Sif
w
(\
VI
f
'p'
f
g(T
5
Z
<L
3o
2
\AI
z
nA
Cb
o<T
2
4
AVVEUVU IS 
EocXjqk
A /U .Q rU i'L ca n t iac.toJU i
T kJ 2  j^ r u w  6 V \^ L u ^  -fe x o fc ^ S ' O k )jzZ x ./ty U 2 d
\C aJ  'O ^C À^^y\S
FACcAP?
EG5MAPP
cSUILH
STRENGTH
A3UIL3
cHIPS
PROFILS
ARMS
POSTURE
AFACIAPP
3U.ILD
AGSNAP?
ATHIGHS
SFACIAP?
cTHIGHS
ANECK
AHIPS
SEYES
KNEES
EWAIST
LEGS
FEET
STEETH
AARHS
SEXORIVE
CHEST ^
AFACECÜM
ACHEST
SeXORGAN
FACECOMo
ES MOULD
SHOULDER
EHAIRT5X
VOICE
EFAC5C0M
HIPS
A5YES
ASHOÜLO
5 CAGE
SHEIGHT
cNGSr
SACK
HEALTH
5WEIUTS
EPROFILE
S5XACT
AHAIRCOL
WAIST
APROFILE
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TEETH
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AEARS
HEIGHT
FACTOR
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cNECK
ENERGY
APPETITE
WEIGHT
AMOUTH
HANDS
ANOSE
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SENSES
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NOSE
ELEGSHAP 
ECHSsr
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SLEEP
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AHEIGHT
DIGEST
EARS
EYES
EARNS
SEARS
PiA&TC)2-l
.40 328 
.39732 
.33941 
* 16245 
' .43935 
.36 890 
.33315 
.45546 
,44975
«21975
.47692 
,42117 
.24u38 
.13594
45164 
.45965 
. 31 642
.42373 
.37954 
.34558 
. 2',5 2 3
.28728
.35972
.23579 
.35309
. 4292 6
,16756
.3765?
.2 9036 
.23947
ÇfcCTZ^tl 2.
-.58396 
-,560 57 
. 54432 
,53641 
.51680 
-.48821 
.48742 
-.47049 
46361 
-.45409 
'.39330 
e 34840.
■ A m i
* .7221 
-.14239 
‘-. 15935
-.25369 
-. 07335 
i ^ . 3329?
-.22085 
■ .19 271 
.27692 
.10554
-.34998 
•“ . 32366
.15142
.17015
. 2 : 1 9 9
.24304
• 166-7
.138 34 
.23254
.02688 
.20787 
'’• • 01691  
.06652 
- . 2 0 0 9 8  
-•.1 S4 8 5 
'. 19277 
-.93563 
. 0 3 1 1 7  
.15404 
.01372 
.20962
-.64709
-‘.51553
42951
.41466
. 3 9 2 0 5
.00561
; l ls 2 1 7
-.04057
'.04261
.33838
.17752
.40009
.01755
-.02307
-.00988
.10232
,12363
.00647
. 2 2 0 5 6
.31980
Ç fc c r o e .i4 .
.G 312 6 
- . 1 8 7 0 0 .
.30214 
-.05934 
-.137'3 
.14599 
.07334 
. 2 5 4^ 5  
-.1590: 
-.08152 
•".155 61 
.0075'.
-.14282 
-.19643 
.05602 
••, 27341 
.13322
-.57894
-.52154
.36239
.04235
.17035
,06504
.•3.912B
.25798
.16559
.22024
.24966
,15853
-.00262
. 2 9 0 8 8
.39043 
- . 0 4 6 9 4
AHVHan A3aans jo AiisaaAiNn
